Duquesne University

Duquesne Scholarship Collection
Electronic Theses and Dissertations
2012

Quality of Life of Parental Caregivers of Children (1-36 Months)
With a Tracheostomy
Rachel A Joseph

Follow this and additional works at: https://dsc.duq.edu/etd

Recommended Citation
Joseph, R. (2012). Quality of Life of Parental Caregivers of Children (1-36 Months) With a Tracheostomy
(Doctoral dissertation, Duquesne University). Retrieved from https://dsc.duq.edu/etd/713

This Immediate Access is brought to you for free and open access by Duquesne Scholarship Collection. It has been
accepted for inclusion in Electronic Theses and Dissertations by an authorized administrator of Duquesne
Scholarship Collection.

QUALITY OF LIFE OF PARENTAL CAREGIVERS OF CHILDREN (1-36 MONTHS)
WITH A TRACHEOSTOMY

A Dissertation
Submitted to the School of Nursing

Duquesne University

In partial fulfillment of the requirements for
the degree of Doctor of Nursing

By
Rachel A Joseph

December, 2012

Copyright by
Rachel A Joseph

2012

QUALITY OF LIFE OF PARENTAL CAREGIVERS OF CHILDREN (1-36 MONTHS)
WITH A TRACHEOSTOMY

By
Rachel A Joseph
Approved November14, 2012

_______________________________
Linda M. Goodfellow, PhD, RN
Associate Professor of Nursing
(Committee Chair)

_______________________________
Lynn M. Simko, PhD, RN
Associate Professor of Nursing
(Committee Member)

_______________________________
Dr. Hamilton I. McCubbin, PhD
Director of Research
(Committee Member)

_______________________________
Mary Ellen Glasgow Smith, PhD, RN
Dean, School of Nursing
Professor of Nursing

iii

ABSTRACT

QUALITY OF LIFE OF PARENTAL CAREGIVERS OF CHILDREN (1-36 MONTHS)
WITH A TRACHEOSTOMY

By
Rachel A Joseph
December 2012

Dissertation supervised by Linda M. Goodfellow, PhD, RN
Children‟s health and well-being are invariably related to the health and wellbeing of their parents or caregivers. Many parents undertake home care of children with a
tracheostomy who require highly complex and technology driven care that would have
been formerly assumed by health care providers. Parents accept multiple responsibilitiesthat of an advocate, case manager, parent, nurse, and much more. A cross sectional
descriptive study using survey method was conducted to gather data on stress, coping and
quality of life in parents of children with a tracheostomy aged one month to 36 months.
The survey was administered via a secure internet data collection site using
www.surverymonkey.com. Hardcopies of the surveys were made available to parents to
complete if interested via airway management clinics to avoid sampling bias. Analyses of
the data using descriptive statistics and parametric testing using SPSS were performed.
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Although 100 participants initiated the survey 71 participants completed all the
instruments. Results indicate that the parents are stressed, the quality of life scores are in
the moderate distress range (M=64.07, SD=17.15). Bivariate analysis showed that quality
of life scores were significantly associated with coping, r(69)=.57; p=<.01 and stress
r(69)=.46, p<.01. Multivariate analysis revealed that quality of life scores were
significantly associated with lower levels of stress, B=-.63, β=-.29, p=<.01 and higher
quality of life scores were significantly associated with higher levels of coping, B=19.91,
β=.43, p=<.001. These results warrant change in practice. Planning for better training of
parents prior to discharge and availability of respite services and other resources may
enhance quality of life of parental caregivers who care for children with tracheostomy at
home.

v

DEDICATION

This dissertation is dedicated to my son, Anoop and my daughter, Achsah.

vi

ACKNOWLEDGEMENT

The completion of this dissertation would not have been possible without the help
and support of many individuals. I would like to especially thank Dr. Linda Goodfellow,
PhD, RN (Chair and Advisor) for her support, guidance and encouragement. My heartfelt
gratitude is extended to my committee members, Dr. Lynn Simko PhD, RN and Dr.
Hamilton McCubbin, PhD for their support as I undertook my journey.
A special thank you is extended to Dr. William Bannon PhD, and Dr. Joe Glutting
PhD, who shared time and expertise in regard to statistical analysis. I would also like to
thank Cynthia Blissell RN who is the administrator of the website tracheostomy.com (and
parent of a child with a tracheostomy) for the help and support with recruitment
activities. I also would like to thank the airway management clinics which supported me
in collecting data through hard copy surveys. I thank the parents who completed the
surveys in spite of their demanding lives. I acknowledge the American Association of
Critical Care Nurses (AACN), South East Pennsylvania (SEPA) chapter of AACN and
Epsilon Phi Chapter of sigma theta tau (STT) for funding of this dissertation through
research grants.
I would also like to thank my friends and colleagues at Christiana Care Health
System particularly Dr. Ruth Money PhD, RN, Dr. Lynn Bayne PhD, RN, and my
coworkers for their patience and help at different phases of this dissertation. I also would
like to thank Rossi McLaughlin MBA, RN and Dr. Elizabeth Bayley PhD, RN colleagues
from my previous organization for their continued support. Lastly, I extend a very special

vii

thank you to my family for their love, patience, and support. Above all, I thank God for
His incessant mercy upon me to fulfill this dream.

viii

TABLE OF CONTENTS
Page
Abstract…………………………………………………………………………………...iv
Dedication ......................................................................................................................vi
Acknowledgement ........................................................................................................ vii
List of Tables............................................................................................................... xiii
list of Figures.............................................................................................................. xiiii
List of Abbreviations .................................................................................................. xivi
Chapter 1 Caregivers of Children with tracheostomy…………………………………….1
1.1 Introduction …………………………………………………………………...1
1.2 Background of the Study……………………………………………….……..1
1.3 Purpose of the Study………………………………………………………......5
1.4 Research Questions……………………………………………………………5
1.5 Definition of Terms…………………………………………………………...6
1.6 Assumptions…………………………………………………………………..7
1.7 Limitations……………………………………………………………………7
1.8 Significance of the Study……………………………………………………...8
1.9 Theoretical Framework ……………………………………………………...10
1.10 Summary……………………………………………………………………10
Chapter 2 Review of Literature
2.1 Introduction…………………………………………………………………11
2.2 Theoretical Framework……………………………………………………...12
2.3 Caregivers…………………………………………………………………...23

ix

2.4 Stress………………………………………………………………………...24
2.5 Coping………………………………………………………………………..29
2.6 Quality of Life………………………………………………………………..33
2.7 Gaps in Literature……………………………………………………………43
2.8 Summary……………………………………………………………………..44
Chapter 3 Methodology
3.1 Introduction…………………………………………………………………..45
3.2 Research Design……………………………………………………………...45
3.3 Sample………………………………………………………………………..46
3.4 Setting………………………………………………………………………..48
3.5 Instruments for Data Collection……………………………………………...48
3.6 Protocol………………………………………………………………………52
3.7 Protection of Human Subjects/Ethical Considerations………………………53
3.8 Data Analysis…………………………………………..……………………54
3.9 Summary ……………………………………………………………………60
Chapter 4 Results
4.1 Introduction………………………………………………………………….61
4.2 Recruitment of participants / Survey summary……………………………...61
4.3 Statistical Analyses and Results……………………………………………..62
4.3.1. Sample summary………………………………………………….63
4.3.2 Inferential Analysis………………………………………………..76
4.3.3 Descriptive Analysis of Independent and Dependent Varaibles…...77
4.3.4 Bivariate Analysis………………………………………………….78

x

4.4 Results and Discussion………………………………………………………88
4.5 Conclusion…………………………………………………………………...97
4.6 Summary……………………………………………………………………..99

Chapter 5 Limitations and Recommendations
5.1 Introduction…………………………………………………………………100
5.2 Summary……………………………………………………………………100
5.2 Limitations………………………………………………………………….102
5.4 Recommendations…………………………………………………………..106
5.5 Implication for Practice…………………………………………………......108
5.6 Implication for Education…………………………………………………..111
5.7 Implication for Research …………………………………………………...112
5.8 Summary……………………………………………………………………114
References………………………………………………………………………………118
Appendices ……………………………………………………………………………..138

xi

LIST OF TABLES
Page
Table 4.1 Survey Response summary……………………………………………..…….62
Table 4.2 Demographic Characteristics of Study Participants (n=100)………….……...64
Table 4.3 Home nursing hours per week ……………………………………….….…....70
Table 4.4 Duration of Care of the Child with Tracheostomy at Home…………….…....70
Tables 4.5 Parental preparation and level of confidence to care for the child…………..71
Table 4.6 Time spent on caring for the child and the ventilation status of the child……72
Table 4.7 Family/Friend help and smoking ….……………………………………….....73
Table 4.8 Medical Characteristics of Study Participants ………………………………..74
Table 4.9 Descriptive Data Regarding Study Dependent and Independent Variables…..77
Table 4.10 Bivariate Analysis between
Demographic Characteristics of Study Participants and Quality of Life……..79
Table 4.11 Bivariate Analysis between
Medical Characteristics of Study Participants and Quality of Life….………82
Table 4.12 Intercorrelations between Quality of Life, Independent Variables,
and Continuous Demographic and Medical Study variables……….….…….86
Table 4.13 Multiple Regression Model Explaining Scores Reflecting Quality of Life…87

xii

LIST OF FIGURES
Page
Figure 2.1 Schema of the Double ABCX model ……………………………………….19
Figure 2.2 Schema of the Double ABCX model showing the major variables ………...20
Figure 3.1 Scatter Plot of regression standardized residual by the regression………….58
Figure 3.2 P-P Plot for Linear Regression Model for linearity/homoscedasticity……...58
Figure 4.1 Age distribution of the participants in the study…………………………….68
Figure 4.2 Educational levels of the participants of the study ………………………….69
Figure 4.3 Box plot showing duration of tracheostomy and PGWBI scores……………85
Figure 4.4 Model indicating the relationship between variables………………………..98

xiii

LIST OF ABBREVIATIONS

FILE: family Inventory of Life Events
FCOPES: Family crisis Oriented Evaluation Scale
HaPI: Health and Psychological Instruments
NICU: Neonatal Intensive Care Unit
PGWBI: Psychological General Well-Being Index
QOL: Quality of Life
WHO: World Health organization
PTHSI: Pediatric Tracheostomy Health Status Instrument

xiv

CHAPTER 1
CAREGIVERS OF CHILDREN WITH A TRACHEOSTOMY
1.1 Introduction
Over the past few decades, medical and technological innovations have resulted in
a significant reduction in mortality in people with life threatening conditions.
Consequently, there is an increase in incidence and prevalence of morbidity and
prolonged hospitalization. An increase in premature births, technological advancement
aspiring to sustain and prolong life, the booming business of homecare, and increase in
insurance and hospital costs force sicker patients of all ages and types to be cared for in
their home environment (Montagnino, & Mauricio, 2004). More and more children with
illnesses, which were previously incompatible with life or require technology to sustain
life, are sent home with minimal professional support (Amin, & Fitton, 2003; Arras, &
Dubler, 1994; Heaton, Noyes, Sloper, & Shah, 2005; Kirk, 1998; Kirk, & Glendinning,
2004; Kirk, Glendinning, & Callery, 2005). Children with a tracheostomy are a subset of
such critically chronically ill patients who are sent home to the care of their parents.
Although this new health care delivery model remains invisible, the transition of
responsibility has profoundly impacted the quality of life of these parents.

1.2 Background of the Study
Tracheostomy, a lifesaving procedure for airway obstruction, is found in literature
as old as Egyptian tablets dated 3600 B. C. and the Rig-Veda, a sacred Hindu book
published around 2000 B.C. (Davis, 2006; Lindman, Morgan, & Schewienfurth, 2008;
Trachsel, & Hammer, 2006). Although reports indicate that Antillus refined the technique
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in the second century A. D. and Mabicot performed the first pediatric tracheostomy, a
tracheostomy became part of routine care for life threatening airway obstruction in the
19th century (Davis, 2006; Trachsel. & Hammer, 2006). Even though it was common to
perform tracheostomy in children with diphtheria in the 19th century, the indications for
tracheostomy evolved over time. By the middle of the 20 th century, prophylactic
tracheostomy was performed in children with poliomyelitis (Sittig & Pringnitz, 2001).
Today, a tracheostomy is a common elective procedure in children who fail to remain
extubated, suffer trauma, have neurological and severe maxillofacial anomalies, and fail
certain surgical techniques such as a cricoid split (Butnaru, Colreavy, Ayari, & Froehlich,
2006; Lindman, et al., 2008). A tracheostomy allows the infants to grow and develop,
improve facial expression and phonation, and learn sucking and swallowing. A
tracheostomy enhances comfort, facilitates teething, and enables them to be cared for in
their home environment while on mechanical ventilation (Fiske, 2004).
Approximately 6.5 million people in the United States (U.S.) live with a
tracheostomy. The number of tracheostomies in the pediatric population is relatively
small, and there is no accurate data available. According to the most recent annual data
from Healthcare Cost and Utilization Project (HCUP), of the 122,775 patients who had
tracheostomies in the U.S., 3571 were performed in children under 17 years of age
(Agency for Healthcare Research and Quality, 2010). Of these, 1737 were infants under
one year. The average annual incidence of tracheostomies in this age group over the
previous three years was 1500. It has been reported that about 70% of all children who
require a tracheostomy are under the age of one year (Sittig, & Pringnitz, 2001). The
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majority of these children with a tracheostomy are the preterm infants who survived in
the neonatal intensive care units (NICU).
Caring for a child with a tracheostomy can be challenging and time consuming for
parents. The stress of caring for a child with a tracheostomy with varying levels of
assistive technology increases the burden on these parents who may already be
traumatized psychologically (Thyen, Kuhlthau, & Perrin, 1999; Winkler, Ross,
Piamjariyakul, Gajewski, & Smith, 2006; National Alliance for Caregiving, 2009). At the
time of discharge of a child with a tracheostomy it is anticipated that professional home
nursing care is available 24 hours a day. Although this may be true at discharge in urban
areas, factors such as lack of adequate home care staff, insurance restrictions, and the
expectation of natural gradual transition of care to the parents, force the parents to be on
their own and care for their child with a tracheostomy sooner than expected. The
challenges of maintaining airway patency in their child can be frightening to the parents.
Accidental extubation of the tracheostomy tube, delay in recognizing and clearing of
secretions, or disconnection and malfunction of the ventilator, can be life threatening
(Fiske, 2004). The life and death situations make caring for a child with a tracheostomy
uniquely difficult. Personal experiences in caring for such families reveal that during the
initial phase of home care, parents take turn to sleep in the night as the other parent
remain alert for fear of an impending death. The parents of children with a tracheostomy
are under a tremendous amount of stress and they remain exceptionally vigilant (Heaton,
Noyes, Sloper, & Shah, 2005). In addition, parents must also manage the equipment and
supplies crucial for their child‟s care.

3

Accepting the responsibility of home care for a child with a tracheostomy may
have an enormous effect on the family. Though the trend towards home care is timehonored by factors such as progress in home care technology, family centered care,
family empowerment, and insurance restrictions, caring for children with complex needs
can be overwhelming. Parents‟ fears about responsibility of care, their own competence
to provide care, and physical and emotional outcomes in the children are sources of stress
and daily struggle for parents (Fiske, 2004; Hopkins, Whetstone, Foster, Blaney, &
Morrison, 2009; McNamara, Dickinson, & Byrnes, 2009). The parents have to adapt to
new roles and relationships, new social and financial responsibilities, new knowledge and
skills, and new adjustment through constant negotiations. These families live around the
routines imposed on them by the technology as they assume the dual role of parent and
that of a nurse (Kirk, & Glendinning, 2004; Kirk, et al., 2005). Such families may
experience tremendous burden and stress in caring for their children (Heaton, Noyes,
Sloper, & Shah, 2005). In addition, the primary caregivers often relinquish their careers
to devote more time to the care of their child, which in turn may increase their financial
burden substantially. Other factors, such as additional expenses for supplies and
equipment, extra vigilance required to operate the equipment, coordination of the
complex care between multiple specialty groups, vulnerability in the physical condition
of the child, care needs to be met by professional staff, transport needs for follow up,
social isolation, and financial and emotional burden, may add additional stress on the
parents ( Kirk, 1998; Kirk, et al., 2005; Tearl & Hertzog, 2007; Winkler, et al., 2006).
The physical and emotional aspect of caregiving can affect the parents‟ health and wellbeing, sleep, relationships and family life (Hopkins, et al., 2009; National Alliance for
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Caregiving, 2009). Although some aspects of parental caregiver quality of life (QOL)
have been examined the relationships among caregiver stress, coping, duration of
tracheostomy and QOL in parental caregivers have not yet been studied.

1.3 Purpose of the Study
The purpose of this study is to measure the perceived QOL of parental caregivers
of children with a tracheostomy in relation to their stress, coping, and duration of a
tracheostomy in children aged one month to 36 months, who receive care at home. The
variables of interest for this proposed study are: stress, coping, duration of a
tracheostomy, and QOL.

1.4 Research Questions
The research questions for this study are:
(1) What is the QOL of parental caregivers of children with a tracheostomy aged one
month to 36 months as measured by the Psychological General Well-Being Index
(PGWBI)?
(2) What is the relationship between the duration of a tracheostomy and the QOL of
parental caregivers?
(3) What are the relationships between and among caregiver stress, coping, duration of a
tracheostomy, and QOL of the parental caregivers?

Variables
The variables in the proposed study are defined conceptually and operationally.
An operational definition will help to standardize the meaning and give objective
measure to these abstract concepts. Additionally, an operational definition will offer
conciseness and accuracy of the concepts being measured.
5

Dependent Variable
QOL of parental caregivers
Independent Variables
Caregiver stress, coping, and the duration of a tracheostomy in the child.

1.5 Definition of Terms
The terms used in this study are defined as follows:
Stress. Events and changes in life upset the body and demand adjustment.
Excessive changes tax the body‟s capacity to readjust and produce stress (McCubbin,
Thompson, & McCubbin, 2001) . In this study, stress was defined as the parents‟
perception of the good and bad events that occurred and piled-up over the previous year
and was measured using the Family Inventory of Life Events and Changes (FILE).
Coping. Coping is the measure of problem solving attitudes and behaviors the
families/parents assume when faced with a problem or difficult situation (McCubbin, et
al., 2001). Coping was measured in this study by the Family Crisis Oriented Personal
Evaluation Scales (F-COPES).
Quality of Life. QOL is a complex multidimensional abstract concept that lacks
clear definition. QOL is comprised of global life satisfaction, good health, adequate
housing, employment, personal and family safety, education and leisure (Peterman, Calla,
Hesketh, Savarese, & Rothrock, 2008). According to the World Health organization
(WHO) QOL is an individual‟s perception of their position in life in the context of the
culture and value systems in which they live and in relation to their goals, expectations,
standards and concerns (Skevington, Lofty, & O‟Connell, 2004). It is the worth, meaning,
or satisfaction obtained from living. Quality of Life (QOL) is the parents‟ perceptions of
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the sum total of their wellbeing while caring for their child with a tracheostomy. QOL
was measured in this study by the Psychological General WellBeing Index (PGWBI).
Parents/parental caregivers. Parents/parental caregivers are individuals that
include biological, adoptive, or step parents who are caregivers of the child with a
tracheostomy and care for the child at home. Foster parents did not meet this criterion.
Duration of Tracheostomy. The period of time the child has the tracheostomy in
place as measured in months. Parents of children with a tracheostomy aged one month to
36 months were the target population.

1.6 Assumptions
The assumptions for this study were as follows:
1. Parents caring for a child with a tracheostomy experience greater levels of
stress than normal in everyday life.
2. Normal events add stress to people, and when the response is not effective
enough to resolve the stressful events that follow, they will pile up and have a
cumulative effect on the person.
3. The parents that participate in this study will provide complete, accurate, and
honest answers to the questions in the survey.
4. Online surveys and hard copy surveys are comparable and equally valid and
reliable.

1.7 Limitations
The limitations of this study include:
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1. The survey required 30-45 minutes to complete. It is possible that the
participants did not have enough time to complete the survey due to other
demands.
2. The time of the year, the physical condition of the child with a tracheostomy
and other life events may have influenced their participation in the study as
well as their responses to the questions in the survey

3. It is possible that when both the parents completed the survey they may have
discussed, shared and compared their responses.

1.8 Significance of the Study
The health of a child is inextricably related to the overall health and well-being of
their parents. This mutual influence, inevitable in the family environment, is stronger
when a child is chronically ill. When parents undertake the responsibility for long term
care of their child with a tracheostomy, they also carry with them numerous other
burdens. It is essential to explore the impact of the stress on the parent‟s well-being so
that health care providers can develop interventional and educational strategies targeting
parents to facilitate essential adjustments and healthy ways of coping. Knowledge of the
parental stress factors involved in care giving and their ability to cope will help nurses
ensure adequate preparation of the parents prior to tracheostomy, during the hospital stay,
and prior to discharge from the hospital. The study will generate valuable information
about the QOL of parents of children with a tracheostomy and the factors that contribute
to parental QOL. This information can guide potential development of future programs
that can lower the stress factors. Hodgkins and Lester (2002) proposed that nurses have a
number of important roles to play as holders of hope, bridge builders, and providers of
8

continuity of care for such families who care for a child with Cystic Fibrosis. This finding
may also be applicable to the caregivers of children with a tracheotomy.
The findings about stress, coping and QOL from this study may be helpful in
evaluating existing services that help reduce the stress and burden, and enhance the QOL
in parental caregivers of children with a tracheostomy. Higher stress in the early phase of
home care may call for an improved program of transition to home care. Plans to develop
and implement newer services that reduce stress and improve QOL can be created
through airway management clinics. The possibility of networking with other airway
management clinics can also be achieved through many listservs and professional
organizations. This has the potential to impact approximately 1500 hundred families of
children less than one year annually. The results may be translated to other families who
care for chronically critically ill children at home. The findings may also be pivotal in
developing evidence based practice changes and establishing health care policies and
health literacy programs.
The knowledge gained may help guide the formation of exceptional care facilities
in the community so that parents can take respite as needed. In addition, a community
home care model for this group of complex patients can prevent cumbersome travel to
different clinics, thereby relieving stress associated with travel in parents. A community
model of care can also empower families, and may benefit the families as well as the
government both financially and operationally. Family centered, patient focused care
could be delivered at the point of need. Additional research also may lead to changes in
policy regarding home care of children with a tracheostomy.
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1.9 Theoretical Framework
The Double ABCX model of family stress and adaptation developed by
McCubbin and Patterson (1981) was used as the theoretical framework to guide this
study. This model is the right fit because it describes all the concepts and their interrelationships that were explored in the study. The Double ABCX model of adaptation and
adjustment is a middle range theory that describes concepts such as „pile up‟ of stressors,
resources, the meaning the family ascribe to these (stressors and resources) and the
adaptation that places the families somewhere on the continuum of bonadaptation to
maladaptation. The components of this model are A, B, C, X, which represents the precrisis stage, and aA, bB, cC, and xX, which symbolizes the post-crisis phase. The
tracheostomy is the crisis in the family. Parents who have adapted well to the new mode
of life may have a good QOL. Conversely, the parents who fail to adapt to the new way
of life may have poor QOL.

1.10 Summary
Children with tracheostomies are increasingly being cared for in the home setting.
Caring for these children with complex problems can be challenging and exhausting to
the parents. The multifaceted impact of caring for a sick child can affect the QOL of the
parents. In addition, there are several variables that may affect QOL including stress,
coping, and duration of a tracheostomy. This study examined the relationships between
and among stress, coping, duration of a tracheostomy, and QOL. The results of this study
provided valuable findings that can be used to plan and develop interventions to improve
QOL in parents caring for children with a tracheostomy. The results obtained may also
help guide development of new programs to enhance optimum health in these parents.
10

CHAPTER 2
REVIEW OF LITERATURE
2.1 Introduction
Tracheostomies in children are on the rise and pediatric home care is more of an
accepted norm for these chronically ill children. Progress made in home care technology,
emphasis on empowered families, family centered care, and the willingness of many
families to manage and take control of their sick children‟s lives welcome this paradigm
shift. However, the families reprioritize their lives around the care of the ill child,
particularly those children with a tracheostomy. The parents‟ needs became least
significant and often neglected. A review of literature was conducted to examine the
QOL of these parents and to identify the stress factors, problems and resources. This
helped to determine gaps in literature and justified the need for this study on QOL in
parents of children with a tracheostomy. A review of literature was performed in
databases such as CINAHL, PsychLIT, Ovid, PubMed, Medline and other databases
using key words „caregiver‟, „parental caregiver‟, „family caregiver‟, „QOL‟, „Quality of
life‟, tracheostomy‟, „technology dependence‟, „home care‟, etc. Multiple abstracts were
studied and articles evaluated to identify previous research and significant findings. A
review of the literature also encompassed a search for a fitting theoretical framework to
guide this study. Suitable tools for data collection were evaluated using multiple sources
such as Health and Psychosocial instruments (HaPI) and other internet and textbook
sources. Appropriate definitions for the concepts caregiver and QOL were identified.
This review of the literature is addressed using the following organizational
sequence. First, the theoretical framework used for the study-the Double ABCX model11

will be discussed. The concepts including stress, coping, duration of a tracheostomy and
quality of life are addressed in this chapter along with a critical examination and analysis
of the research conducted on these concepts. In addition, the gaps in literature as it relates
to the QOL in parental caregivers of children with a tracheostomy are discussed. Lastly, a
summary is included in this chapter.

2.2 Theoretical Framework
Theories help to describe, explain and make predictions about a phenomenon and
help to make logical connections between concepts (Northrop, 1947; Norwood, 2000;
Polit & Beck, 2008). Theories give a roadmap to scientific inquiry, help to organize
knowledge, and establish the foundation for knowledge development (Walker & Avant,
2005). Theory based research furnish theoretical linkages to practical problems and their
solutions, thus generating legitimate knowledge. Many theories that encompass the
concepts of stress, coping, and QOL emerged over time. A careful analysis of many
theories was undertaken to identify the theory that would best guide this proposed study.
Theory of stress and coping, Family systems theory, ABCX model of family stress theory
and Double ABCX model of family adaptation and adjustment were explored. A brief
review of these theories and the rationale for choosing the Double ABCX model is
discussed here (McCubbin & Patterson, 1981). The terms conceptual model and
theoretical framework may sometimes be used interchangeably.
Research on family stress and adaptation is based on five fundamental
assumptions (Dong, Hopewell, Kline, Simmons, & Wellborn, n. d.; McCubbin,
McCubbin, 1996; Plunkett, n. d.). These include: (1) Families face hardships and changes
are a natural and predictable aspect of family life; (2) Families develop basic
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competencies to foster the growth and development of family members and the family
unit, and to protect the family from major disturbance during transitions; (3) Families
develop unique competencies, patterns of functioning, and capabilities to protect the
family from unexpected or non-normative stressors and strains and to promote the
family‟s recovery following a family crisis; (4) Families draw from and contribute to the
network of relationships and resources in the community during periods of stress and
crisis; and (5) Families in crisis situations work to restore order, harmony and balance,
even in the midst of change.
Cognitive Theory of Stress. Cognitive theory of stress, developed by Lazarus and
Folkman (1984), has been used by many researchers to examine stress and coping.
According to the cognitive theory of stress, stress is defined as an interaction between a
person and the environment which the person perceives as a threat (Primary appraisal)
and then assesses the resources to deal with the threat (Secondary appraisal). Lazarus and
Folkman further explain coping as the cognitive and behavioral efforts of the person to
meet the demands. Lazarus (1993) further added coping, as a process, and it can be
emotion focused or problem focused. Coping changes over time and Lazarus and
Folkman (1984) believe that coping measurement should cover the thoughts and actions
of the individual in an effort to cope with the situation. This theory has been used by
different disciplines to explain dynamics of stress in human life and the coping styles
which change the outcome or the performance of the individuals (Lazarus & Folkman,
1984). The cognitive theory of stress is not appropriate for this study because this theory
does not address the impact of stress on the QOL of individuals.

13

Family Systems Theory. It is known that family is a complex functional unit and
each member influences other members of the family unit both positively and negatively
(Kerr, & Bowen, 1988; Sussman, Steinmetz, & Peterson, 1999). Illness in a family
member can impose different levels of burden and strain on parents, siblings and other
members of the family. Family systems theory holds that families are systems of
interconnected and interdependent individuals. Families change from time to time, yet
seek stability in the midst of the changes and hassles (Broderick, 1993; Kerr, & Bowen,
1988). This theory describes that the elements of family include roles, rules, boundaries,
and adaptation. Each part of the family affects and influences the other and it is more
than the sum of its parts. Changes in family are caused either by regular predictable
occurrences or crises which are unpredictable. This theory considers family as a system,
yet does not embrace life after a crisis has occurred. Therefore, family systems theory is
not the right fit for this study.
ABCX Model of Family Stress. The concept of stress was introduced in to the
family system studies to examine the effect of stress on family members. Hill (Boss,
2001; Hill, 1949; McCubbin, & Sussman, 1983) in 1949 developed family stress theory
to study the dynamics in families, particularly adjustments and maladjustments during
war, separation, and reunion. Interface between (a) stressors, (b) family resources, and (c)
perception of events as stressors determine what is crisis (x) for any individual family.
In Hill‟s model a indicates the stressors that can affect all aspects of family life:
roles, functions, and goals. Chronic respiratory distress, prolonged ventilation, and the
events leading to tracheostomy are stressors that the parents experience. Factor b involves
resources the family use from the community and intrafamilial systems. This includes

14

socio-economic system, parents‟ education or other community resources (LoBiondowood, 2008). These resources may be adequate or inadequate, depending on the nature of
the stressor event or family‟s level of functioning. Hill has identified four types of
resources: self-reliance, family integration, social support, and collective group support
of these families. Concept c is the perception of the stressor by the family or the meaning
and impact the child‟s illness has on the family. Families who have to make the decision
to have their child receive a tracheostomy may be in denial even when they have given
consent for the surgery. Seeing the child in distress may compel the parents to choose a
tracheostomy without seeking any support personnel or without thinking of subsequent
care. The parents may perceive caring for a child with a tracheostomy as manageable or
unmanageable.
According to Hill (Boss, 2001; LoBiondo-wood, 2008) x is the crisis where there
is turmoil and reveals family‟s inability to stabilize. If the family can stabilize or meet the
stressor with the resources, the crisis x can be avoided (Boss, 2001; LoBiondo-wood,
2008). Usually the family recovers from the stressor events and returns to their previous
level of functioning. However, the course of events does not always result in this
outcome. McCubbin and Patterson took a step further to describe the Double ABCX
model to illustrate the effect of cumulative or pile-up of stress even after the crisis.
Triumph over the challenges of the situation makes the families stronger and more
resilient, and many will uncover the concealed talents and abilities in the family
members. These families adapt well to the crisis/pile up. Some other families progress
through the process very slowly or fail to adapt before the next stressful event occur and

15

mal-adapt. ABCX model is not the right fit for this study because this model ends with
crisis whereas a tracheostomy is the beginning of the crisis in the families under study.
Double ABCX Model. McCubbin and Patterson (1981) added the factor of time
into the classic ABCX model developed by Reuben Hill and proposed the Double ABCX
model that encompasses a post-crisis adaptation (Boss, 2001). Double ABCX model of
adaptation and adjustment is a middle range theory that describes concepts such as „pile
up‟ of stressors and resources, the meaning the family ascribes to them, and the
adaptation that places the families somewhere on the continuum of bonadaptation to
maladaptation. The components of this model are A, B, C, X, and aA, bB, cC, and xX
(LoBiondo-wood, 2008; McCubbin, & Patterson, 1981). The initial aspect of the Double
ABCX model, A, B, C, and X was adapted from Hill‟s model of family stress.
According to the Double ABCX model, factor „aA‟ represents family demands or
„pile-up‟ of stressors (Dong, et al., n. d.; Marotz-Baden, & Colvin, 1986; McCubbin, &
Patterson, 1981; McCubbin, Thompson, & McCubbin, 2001). These consist of normative
and non-normative stressors. The normative stressors, such as normal routines of
childbirth, death, routine changes in marriage, employment, and education, occur as part
of life cycle, yet are predictable. The non-normative stressors, such as loss of job,
accidents, and similar unpredictable events that occur in addition to the normative
stressors and the specific coping behaviors itself can become stressors. These stressors
„pile-up‟ and can affect each family member. Even though tracheostomy is the crisis in
this proposed study, learning to care for the child and emergency management,
attempting to fulfill the family, parental and social roles, maintaining normalcy in life,
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and fears of the outcome are stressors that „pile up‟ on the normative stressors of day to
day life.
Factor bB addresses the existing and new resources that will prevent the crisis
from cascading. This may include the individual traits of each family member, extended
family or community support to meet the demands of the crisis (Dong, et al., n. d.;
McCubbin, et al., 2001; McCubbin, & Patterson, 1981; Patterson, 2002). McCubbin and
Patterson identified resources such as financial stability, flexibility, power of endurance,
spirituality, traditions, celebrations, routines, and social support. Social support was
recognized as a highly important resource to provide emotional, network, and altruistic
support to the families. The families of children with tracheostomy tap into all these
resources. The current advancements in technology allow the parents to network with
other parents in similar situations within the comforts of their home environment. The
website www.tracheostomy.com, one such online social support network for the families
that care for children with a tracheostomy, is hosted by parents who care for children with
a tracheostomy. Families express their concerns and fears, and post inquiries about
ambiguous care topics or discuss their success stories and give feedback on the care to
the partners in the network site. They support each other emotionally and socially by
sharing knowledge and experience. Spousal support, respite care, and home care by a
home care agency are other significant resources.
The cC factor is referred to as the meaning and implication the family assigns to
the stressors and the crisis situation. This is a critical component of family coping
because the family‟s perception of the problem is essential for adequate coping and
adaptation (Dong, et al., n. d.; McCubbin, & Patterson, 1981; MCCubbin, 1989;
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Patterson, 2002). The family may redefine the crisis as an opportunity or challenge that
will result in successful adaptation. For the family of a child with a tracheostomy, the
siblings, extended family members or grandparents may be trained as support personnel.
The family may have to live on one income as one parent assumes the role of
breadwinner while the other parent becomes the primary caregiver. The roles and chores
of each family member may be redefined, and the family works together as one unit
towards the goal of „normalizing their life‟. Factor cC forms the secondary appraisal
described by Lazarus and Folkman (1984).
The final factor xX is the family adaptation whereby the family has worked
together, defined the meaning of the crisis and supported the other members to adapt.
Achieving this outcome is bonadaptation. The family has a set of routines where
everyone knows their role and functions well. Each family will fall on a continuum of
adaptation between bonadaptation and maladaptation, positive to negative. Families that
adapt well may achieve near normal function with the new routines and role assignments.
Some other families cope by avoidance in which one parent disappears from the situation
leaving the other parent to assume total responsibilities. Other families may eliminate the
stressor by abandoning the child in a health care facility or admitting the child in a long
term care facility for continued care. The families that mal-adapt disintegrate from being
one unit. Unfortunately some families exhaust all their resources without resolving the
crisis situation (McCubbin, & McCubbin, 1993; McCubbin, McCubbin, Patterson,
Cauble, Wilson, & Warwick, 1983). A schema of the Double ABCX model and a study
specific model with the variables under study are given in figure 2.1 and figure 2.2.
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________________________________________________________________________
Figure 2.1 Schema of the Double ABCX model: Adapted from McCubbin & Patterson,
1983. Used with permission (Appendix I)
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_________________________________________________________________
Figure 2.2 Schema of the Double ABCX model showing the major variables under study.
The factors leading to the crisis and the post-crisis phase are given along with the time
factor
The Double ABCX model is a good fit for this proposed study. Tracheostomy in
the child is the crisis in the context of this study. The events that lead to tracheostomy-the
illness, hospital stay and the decision to perform tracheostomy- are very stressful to the
20

parents. The additional stresses that pile up on an already vulnerable family after the
tracheostomy along with the normative stress of day to day life can be overwhelmingly
devastating to the parents. In order to cope with the situation surrounding the home care
of the child with a tracheostomy the family must assess their existing resources such as
family, financial, spiritual, and emotional support. They also must find ways to recruit
other family members or friends to support with the care or to help with other family
needs, find additional resources such as a support group, supplies and materials needed to
care for the child and ways to meet the additional financial need. The parents may
appreciate help to navigate the health care system, explore government aid, meet
transport needs, and find a community day care or respite agency. Anecdotally, this
researcher has observed that some families adapt well whereas others fall apart. The
double ABCX model encompasses all the important variables explored in this study. The
variables are logically arranged and clearly defined in this model. The application of this
model to clinical studies is vital since many families care for children with chronic
illnesses. Additionally, the researchers of the model have developed instruments to
measure these variables. Several studies have used this model to examine the
relationships among perceived stress, strategies employed to ameliorate stress, and
mental and physical health-related quality of life (HRQOL) on different population
groups globally. However, the Double ABCX Model has not yet been used to guide a
study specific to the QOL of parents of a child with a tracheostomy.
The Double ABCX Model of family stress had been tested in multiple settings
since its inception. Shin and Crittenden (2003) tested this model by comparing the
psychological wellbeing of 78 mothers of children with Mental retardation in the USA
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and South Korea. On separate path analysis it was found that the mediating variables
described in Double ABCX Model affect maternal stress in both the groups. However in
American mothers the maladaptive behavior of the child contributed to maternal stress
while Korean mothers were affected by their own attitudes towards disability and the
Korean values. The relative importance of the various components of the Double ABCX
Model were investigated to explain adaptation of 258 mothers and fathers of children
with intellectual disability in Finland by measuring parental stress (Saloviita, Itälinna, &
Leinonen, 2003) . Even though the researchers intended to examine the predictive power
of the variables on stress, the factors that influenced stress in mothers were different than
those in fathers. The Double ABCX Model was also tested in other situations such as
adjustment to the crisis after divorce (Plummer, & Koch-Hattem, 1986) and adjustment
of U.S army families located in Germany (Lavee, McCubbin, & Patterson, 1985).
Researchers in the field of sociology have also used this framework to guide
research. Davis-Brown and Salamon (1987) used the framework of Double ABCX model
to develop a tool to measure the stress and crisis arising from losing a farming operation.
In another study involving 15 rural farm families, Jurich and Russell (1987) utilized the
Double ABCX model of family stress to evaluate the stress in families and reframe the
marital conflict that surfaced in these families, and consequently implemented
interventions to cope with the stress and improve their quality of life. The life satisfaction
of these farming families was found to be far lower than the total families in therapy
(3.71 compared to 5.02).
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2.3 Caregivers
A thorough review of the literature pertaining to caregivers revealed that there are
about 65 million family caregivers in the United States (National Family Caregivers
Association (NFCA), 2010). These caregivers are a group of unpaid workers who
constitute a huge segment of the population forming an invisible health care system.
Family caregiver alliance defines the term caregiver as “anyone who provides assistance
to someone else in some degree incapacitated and needs help” (Alspach, 2009, p.12). The
National Alliance for Caregiving (2009) report estimates that 65.7 million people have
served as unpaid family caregivers caring for an adult or child in the previous twelve
months. Of these, 12.9 million people care for adults as well as children and 16.8 million
people care for children less than 18 years of age (National Alliance for caregiving,
2009). About half of them provide care to their own children.
The number of tracheostomies performed in children is on the rise, indicating
increased and ongoing growth in the number of family caregivers. The financial
contribution of these caregivers to the health care system as well as to home economics is
enormous. The financial gain from this service to the government is estimated to be
approximately $ 375 - 483 Billion annually (Arno, 2007; National Family Caregivers
Association (NFCA), 2010). With an average of 1500 tracheostomies per year in children
younger than one year of age, the caregivers who care for children with a tracheostomy
are on the rise. The trauma of caring for their own child with a tracheostomy is
compounded by factors such as care of equipment and supplies, social isolation, role
conflict, financial burden and the complexity of the care (Winkler, et al., 2006). Although

23

more families care for children with a tracheostomy at home by assuming the role as a
primary caregiver, accurate data on the financial impact is not available in literature.

2.4 Stress
Stress is a complex concept which had been described by many disciplines, yet
there is no universally accepted definition for the term. It can be viewed as an experience
which produces tension. The term “stress" as it is currently used was coined by Hans
Selye in 1936, who defined it as „the non-specific response of the body to any demand for
change‟ (The American Institute of Stress (AIS), 2009; Lazarus, & Folkman, 1996).
Selye adds that stress is inevitable for human life, but coping makes the difference
(Lazarus, & Folkman, 1984). Although Selye‟s original definition included the good
stress (eustress) and bad stress (distress), presently the term stress is used synonymous for
distress. According to Mosby‟s dictionary (2008), stress is „any emotional, physical,
social, economic or other factor that requires a response or change‟ and a stressor is
„anything that causes wear and tear on the body‟s physical or mental resources‟ (page
1767). Stress is defined as an interaction between a person and the environment which
the person perceives as a threat (Lazarus, & Folkman, 1984). The American Institute of
Stress (AIS) provides the most common definition as "physical, mental, or emotional
strain or tension", or "a condition or feeling experienced when a person perceives that
demands exceed the personal and social resources the individual is able to mobilize”.
In the cognitive theory of stress, Lazarus and colleagues (1996) emphasize the
meaning an event has for the individual and had identified three types of appraisals:
primary appraisal, secondary appraisal, and reappraisal (Bomar, 2003; Cordon, 1997;
Lazarus, & Folkman, 1996). In primary appraisal the person consciously evaluates the

24

environment to determine if there is harm, threat, or loss. Secondary appraisal is a
complex evaluative process where the person evaluates the resources available and
determines what can be done (Lazarus, & Folkman, 1984). Reappraisal is a changed
appraisal based on new information which usually is a result of cognitive coping. A
person is considered vulnerable when his/her coping resources are limited (Lazarus, &
Folkman, 1996; Lazarus, 1998). Normal events in life, deviations from regular pattern of
life, and catastrophic events in the environment can acts as stress stimuli otherwise called
stressors. This may include daily hassles of life, acute demands or chronic demands that
add on to the stressors of daily life (Lazarus, & Folkman, 1984; McCubbin, et al., 2001)
The process of stress encompasses three domains: the sources of stress, the
mediators of stress, and the manifestations of stress (Pearlin, Lieberman, Menaghan, &
Mullan, 1981). The sources may be life events, chronic role strains, the diminishment of
self, or all three. Stress, whether it is acute or chronic, has long-term consequences. Some
researchers defined stress in terms of the body‟s physiological response as “an excessive
or inappropriate activation of the body's "fight or flight" response, which is induced by
threats of danger in our environment” (Orman, 1991). According to Orman "stress" is a
word that stands for problems and conflicts that occur either outside or inside our bodies.
McEwen (1998) refers to the physiologic response to stress as an allostatic load. Stress
can protect, restore or damage the body and can cause chronic over activity or under
activity of allostatic systems (McEwen, 1998). Health care providers can assist the
individuals to reduce the load by helping them learn coping skills, recognize their own
limitations, and relax (McEwen, 1998).
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Stress related research abounds in the context of many acute and chronic diseases
and stress as cause and effect. Many studies evaluating stress as an isolated concept or its
various attributes in the caregivers of chronically ill children are found in literature. Some
of them are conducted in parents of children dependent on technology and this includes
children with a tracheostomy. Caring for a child with a tracheostomy induces stress
particularly in the parental caregivers because of the extremely high physical and
emotional demands placed on them. In general the parental caregivers‟ response to
stressful events include fear, confusion, anger, disbelief, conflict, and feelings of inability
to cope (Priddis, Dougall, Balding, & Barrett, 2009; Priddis, Dunwoodie, Balding,
Barrett, & Douglas, 2010). Families as a unit may experience stress when household
routines are disrupted. The lack of routines regarding mealtimes and bedtimes has been
associated with a decrease in healthy eating habits, poor nutrition and academic
performance, and more injuries (Peterson-Sweeney, 2009). Siblings may feel physically
and emotionally isolated from the parents and neglected by parents as the parents focus
on the sick child (Williams et al., 2009). With the increase in absentee parents, either by
involvement in drug related issues or by incarcerations, grandparents assume the
responsibility of caregiving for grandchildren and sickness in these children overburden
the grandparents whose health may be weakening already (Lo & Liu, 2009)
Caregiver burden, caregiver strain, or role strain are concepts commonly used
interchangeably. Lack of knowledge, caregiving training, assistance from healthcare
professionals, family support, and forced social isolation of caregivers create caregiver
strain (Tsai, & Wang, 2009). A review of the few qualitative studies that relate to stress
in caregivers of chronically ill technology dependent children elicited themes such as role
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conflict, social isolation, daily living with the stress and burden, conflicting social values,
questions about moral order of their lives, and an attempt to seek normality to obtain
stability at home (Carnevale, Alexander, Davis, Rennick, & Troini, 2006; Kirk, &
Glendinning, 2004; Kirk, et al., 2005). Carnevale et al., (2006) further identified other
stressors such as the lack of voice of the children with a tracheostomy and the resentment
of the siblings for need of attention. Emotional response to a chronic condition can vary
with families and it can be related to the diagnosis, treatment and prognosis. Anger,
disbelief, fear, anxiety, pain, and feelings of “emotional roller-coaster” have been
described in the literature (Boling, 2005; Priddis, et al., 2010). Priddis et al., specifically
focused on the paternal response to diagnosis of a chronic disease whereby the fathers
distance themselves from the sick child and may never develop attachment.
Fear of death or deterioration in the children was stated as contributing to stress in
parents of CF patients (Quittner, Espelage, Opipari, Carter, Eid, & Eigen, 1998; Boling,
2005). Depressive moods, increase in daily activities, lack of happiness, and guilt
originating from the carrier nature of the disease lead to stress in caregivers of sickle cell
disease (Van den Tweel, Hatzmann, Ensink, Van der Lee, Peters, Fijnvandraat, &
Grootenhuis, 2008). Behavior problems in school age children, socio-economic status,
hours of caregiving each day, and social support system were noted as determinants of
stress in caregivers of children with tracheostomy (Tsai & Wang, 2009).
Stress in caregivers of children with feeding disorders was examined by Greer et
al., (2008) (N=121) and found that 42.1 % of the parental caregivers exhibited clinically
significant levels of stress as indicated by a Mean stress score 99 (SD=14). The
researchers used parenting Stress Index Short Form and a score of 86 is considered
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clinically significant. Their sample consisted of primarily married Caucasian females
(N=114) and seven males with a Mean age 34.9 years. A higher score on the eating
problem scores was found to be a predictor of higher stress levels (p=.001). As data for
this study was drawn from a larger feeding program, the complexity of the program itself
or other stressful factors might have contributed to the higher stress cores in these
caregivers. Phelps, McCammon, et al (2009) reported higher stress levels in parents
caring for a child with an autism spectrum disorder. They elicited a significantly high
total stress (p=<0.001) with a Cohen‟s d=1.52 (d=.8 is significant effect). Of the total 80
respondents, 97.5% were mothers. Mothers with severe stress might have abandoned the
survey as evidenced by incomplete surveys and 27% return rate of the initial N= 295. The
primary caregivers in this study also were mothers, the stress was measured by Effects of
Situation Questionnaire (ESQ) a 17-item, 4 point scale and the age of the autistic children
were available only in 49 surveys.
A study to examine parenting stress in preterm and full-term children at 8 and
18months corrected chronological age (CCA), in relation to child cognitive development
and behavior (N=152) in children (98 preterm born ≤32weeks gestation, and 54 full-term)
at eight and 18months CCA, and their parental caregivers, found that there is higher
parenting stress in parents of preterm infants (p<.02) (Brummelte, et al., 2011).
Caregivers of adolescents with an Irritable Bowel Disease (IBD) (Mean age = 15.4 ± 1.4,
N=62, 44.4% female, 88.7% Caucasian) and receiving tertiary care within a
gastroenterology clinic indicated higher scores of stress on Pediatric Inventory for
Parents (PIP) as a measure of pediatric parenting stress. These scores were positively
associated with disease severity (r= 0.38, P < 0.01) (Guilfoyle, et al., 2011). Steinsand et
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al., (2005) reported 32% increase in stress in parental caregivers of children with type 1
diabetes (N=134) and higher stress was associated with parent psychological and
behavioral functioning, including lower self-efficacy, greater responsibility for diabetes
management, and greater fear of hypoglycemia.
In a cross-sectional study involving of 158 mothers of children with cerebral palsy
(98 males, 60 females; mean age 11year 3months, range 6-17y) Sawyer et al., (2011)
found that there was a significant positive relationship between maternal psychological
stress and both caregiving time required per 24hours (p=0.03) and mothers' experience of
time pressure (p<0.001). In addition they found a significant positive association between
maternal depressive symptoms and experience of time pressure (p=0.003). Higher stress
in fathers of surgical NICU (Parent Stressor Scale: Infant hospitalization (PSS-IH) score
46-93) (Joseph et al., 2007) and medical NICU (p<.01) (Mackley et al., 2010) babies
have been reported. Pinelli (2000) reported higher anxiety scores in mothers than in the
fathers (p<.001) of NICU infants. However, evidence on the stress in parental caregivers
of children aged one to 36 months of age with a tracheostomy is not found in the
literature.

2.5 Coping
A stressful situation is managed by the process of coping and coping is the
concept which links stress to the QOL. Coping is an attempt to survive the context of the
problem or emotion. Coping refers to the thoughts and actions one uses to deal with stress
(Kelly, 2009). Coping will be defined as the measures the parents take to deal with the
simultaneous stressors in life while caring for their child with tracheostomy. For this
study coping is the measure of problem solving attitudes and behaviors the families/
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parents assume when faced with a problem or difficult situation. Lazarus and Folkman
(1991) define coping as cognitive and behavioral efforts to manage demands that are
appraised as overwhelming or taxing to the individual's resources.
Coping plays a central role in adaptation to stressful life events and it is the link
between stress and quality of life of a person. Four strategies of coping had been
recognized by McCubbin and McCubbin (1993, 1996) and these include: 1) actions to
reduce the demands (identifying a day care for respite purposes), 2) actions to obtain
additional resources (finding a person to help with care), 3) managing tension and
relieving stress (doing enjoyable activities together as a family), and 4) reappraising the
situation using re-framing strategies (believing you are doing all that is possible). The
resources may consist of the individual, the family unit, and the community resources. At
the individual level the resources such as intelligence, knowledge and skills, income,
personality traits, physical health and emotional health may help the families to cope
appropriately. The family as a unit can provide resources such as income, decisionmaking skills, organization, and conflict resolution skills. Community resources may
include family social support, personal support (friends), and institutional support (health
care services).
People‟s response to a given stressor may vary. Lazarus and Folkman (1984)
identified types of coping strategies such as problem focused, and emotion focused
coping are predictors of adaptation. Lazarus and Folkman (1991) expounded that coping
is a multi-dimensional process and have identified eight kinds of coping. Two are
problem focused which aim toward altering the person-environment relationship by
confrontive and planned problem solving. The other six types of coping are primarily
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emotion focused including distancing, escape –avoidance, accepting responsibility or
blame, exercising self-control over the expression of feelings, seeking social support, and
using positive reappraisal(Folkman, 1984; Lazarus, & Folkman, 1991; Lazarus, 1993).
Three popular styles of coping include social support seeking, problem engagement
(facing stressors and seeking a solution to problems), and problem avoidance (trying to
get away from your stressors and problems) (Lazarus, & Folkman, 1996). Coping
strategies can also include a biological /physiological component (Biological response to
stress, social support and personality types), a cognitive component (results from
appraisal), and a learned component (cultural determination if the event is stressful)
(Naughton, 1997). Carver (1997) discussed different ways of coping including
acceptance, active, alcohol–drug disengagement, behavioral disengagement, denial, focus
on and venting of emotion, humor, mental disengagement, planning, positive
reinterpretation and growth, restraint, seeking social support for emotional reasons,
seeking social support for instrumental reasons, suppression of competing activities, and
turning to religion.
A social support system, either formal or informal, plays a huge role in helping
parents to cope at an optimum level. The function of social support is to reduce stress,
restore physical function and, furthermore, promote the quality of life of the individual.
Formal social support may include health care professionals, social workers, social
organizations, support groups and other professional organizations. Families and friends
form the informal social support. Schwarzer and Buchwald (2004) identify different types
of social support. Emotional support provides reassurance while instrumental support
offers aid with activities of daily living or financial assistance. Perceived social support is
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the support perceived to be available by the parents and received social support is the
actual support received by the parents. In this age of technology most of the people
belong to some type of support group and online social support groups are increasingly
being used by the parents to share information and gain emotional and informational
support. Nonetheless, giving frequent social support to others may increase stress in the
giver of support (Lazarus, & Folkman, 1991).
Support group has been a main source of coping in caregivers of children with
many illnesses such as Asthma (Sullivan, 2008). In a review on the effect of coping
interventions on stress of caregivers of children with cancer Peek et al., (2010) reported
mixed results. Some of these studies included in this review presented evidence of less
stress and in other studies reported no change in stress with the interventions.
Contrariwise, Gray (2006) explored parents‟ coping with autistic children over time and
noted that relatively more parents coped through their religious faith and other emotionfocused strategies and fewer parents relied on social support. Religious Coping was
examined by Phelps, Maciejewski, et al (2009) as well. Mothers (N=628) of mentally
challenged children were found to cope using religion-faith and denial-blame too
(Upadhyaya & Havalappanavar, 2008). The social and cultural context of this study
might have influenced the way these mothers coped. This study discovered significant
difference in the methods of coping between mothers and fathers (p 0.001) and the total
scores of fathers (45.72) were higher than that of mothers (43.65) on a 70-item coping
checklist with maximum score of 70. Pinelli (2000) found higher coping scores in
mothers (70.69) than that of fathers (67.29) in parents of NICU infants (N=124p=<.001)
as measured by Family Crisis Oriented Personal Evaluation Scale (F-COPES). Studies
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conducted on coping in parental caregivers of children aged one month to 36 months with
a tracheostomy were not to date found in the literature.

2.6 Quality of life
QOL is a complex multidimensional abstract concept that lacks clear definition.
According to researchers QOL comprise of global life satisfaction, good health, adequate
housing, employment, personal and family safety, education and leisure (Peterman, Cella,
Hesketh, Savarese, & Rothrock, 2008). QOL can be subjective when it is about feeling
good and being satisfied with things in general. It can be objective when it is about
fulfilling the societal and cultural demands for material wealth, social status, and physical
well-being (Quality-of-Life Research Center, n. d.). Researchers from the College of
Nursing, University of South Carolina, have defined QOL as a person‟s “connectedness”
in several domains that include the metaphysical domain (include self-esteem, selfdetermination, cognition, purpose, optimism and life satisfaction), the spiritual domain
(includes prayer, worship, fellowship and meaning), the biological domain (involves
functional capacity, physical comfort, health promotion, and health maintenance), the
interpersonal domain (includes social support, interpersonal dynamics and cultural
dynamics), the environmental domain (includes socioeconomic status, transportation,
assistive devices, safety and aesthetics), and the societal domain (includes one‟s personal
social system and the global societal system) (Register, & Herman, 2010).
QOL research has attracted many disciplines in the past two decades particularly
in the areas of health, rehabilitation, disabilities studies, social services, medicine, and
education. QOL research is encouraged as an outcome in clinical medicine and various
research units developed instruments to measure QOL. An international society for QOL
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studies (ISQOLS) was formulated in 1995 with a purpose to promote and encourage
global research in the field of quality-of-life (QOL) studies and to improve the condition
of individuals, organizations, and societies. With development in technology, emphasis
on health outcomes, consciousness on cost effectiveness of care, and changing economy,
disease specific QOL research has increased in the recent past. In health care research the
term health related QOL (HRQOL) and QOL are used interchangeably and it denotes a
person or group's perceived physical and mental health over time (Centers for Disease
Control (CDC), 2010).
The complexity of this concept has resulted in development of instruments to
measure various aspect of QOL and a single comprehensive instrument is unavailable.
QOL can be measured by using generic or disease specific instruments (FitzGerald,
1999). Most of the QOL instruments encompass factors that influence QOL and include:
physical health (which may be affected by inadequate sleep, fatigue and poor dietary
practices); functional ability (Activities of daily living, general health, sensorimotor
function, disability, orientation, mobility); emotional issues (which may be affected by
suffering, burden, depression, anger directed toward physicians, other health care
professionals or hospitals in general, fear, anxiety); financial issues which may be
affected by direct costs such as inpatient or outpatient costs of treatment and indirect
costs that stems from loss of income and loss of career opportunities, spirituality, social
support, wellbeing and life satisfaction (Bowling, 2005).
Hartnick et al., (2003) developed Pediatric Tracheostomy Health Status
Instrument (PTHSI), to measure the QOL of families of children with a tracheostomy.
They established validity of the tool by correlating it with the widely used generic QOL
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tool, SF-12. PTHSI is a 34 item self-report tool that contains four domains (1) Physical
symptom of the child, (2) medical visits and costs, (3) caregivers‟ view of child‟s
psychological health status, and (4) parents‟ perception of caregiver burden. Caregiver
burden was correlated with cost of care (r=0.41; p=0.008) and cost was significantly
correlated with child‟s overall severity of illness (r=0.45; p=0.003). The overall
Cronbach‟s α coefficient for the instrument was 0.91. The authors equate burden with
mental health of the caregiver, while burden is only one aspect of stress that can impact
QOL. This probably explains the underuse of this tool in research studies.
Three qualitative studies on QOL in parental caregivers of children with a
tracheostomy were examined. The themes that emerged from these studies include role
conflict, social isolation, daily living with stress and burden, conflicting social values,
questions about moral order of their lives, and attempt to seek normality to obtain
stability at home (Carnevale, et al., 2006; Kirk, & Glendinning, 2004; Kirk, et al., 2005).
Each of these themes reflects a segment of the QOL rather than general well-being of the
parents.
Montagnino and Mauricio (2004) in a quantitative study on children with a
tracheostomy and gastrostomy describe the perceived stressors and coping strategies of
parental caregivers. In this retrospective pilot study, a convenient sample of 36 families
were evaluated for stress using the Impact on Family Scale (Stein, & Riessman, 1980),
and coping skills measured by the Family Crisis Oriented Personal Evaluation Scale
(FCOPES) (McCubbin, et al., 2001). Only 18 families completed the questionnaires.
These families were found to be coping financially (p<0.05), however there appeared to
be a disruption of social relations that was of concern (p<.01). The QOL of the parents
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were not addressed in this study although stress and coping may have been determinants
of their QOL.
Parental caregiver QOL has been investigated in the general context of
„chronically ill‟ and in a disease specific context such as asthma, HIV/AIDS, cystic
fibrosis, cardiac disease, or cancer. Many of these studies examined various concepts
such as social disadvantage induced by severity of illness, social risk factors, fear of
outcome, increased duration of illness, symptom-free days, increased trust in caregiver,
and multiple complex social issues, in relation to QOL in caregivers. Age and
developmental stage of the child, and the parents‟ relationship with the health care
providers also can influence the parent‟s QOL. Pediatric cancer is perceived as fatal,
frightening and incurable and is highly demanding for the parents. The parents of these
children may be under severe and varying levels of stress because of the wide range of
cancerous diseases, aggressive modes of treatment, and relatively unpredictable outcome.
It is assumed that the caregivers‟ QOL will significantly vary with the different
fluctuating phases of their child‟s life and therefore the literature on QOL of caregivers of
this group of children is purposely excluded from this chapter.
Severity of Illness and Parental QOL. Severity of illness in children was found to
be a major determinant of QOL in caregivers of children with cardiac disease (Arafa,
Zaher, El-Dowaty, & Moneeb, 2008; Gantt, 2002; Goldbeck, & Melches, 2005;
Goldbeck & Melches, 2006), cystic fibrosis (CF) (Boling, Macrina, & Clancy, 2003;
Wong, & Heriot, 2008; Priddis, et al., 2009; Priddis, et al., 2010), and asthma
(Halterman, Yoos, Conn, Callahan, Montes, Neely, & Szilagyi, 2004; Staab, Wenninger,
Gebert, Rupparth, Bisson, Trettin, Paul, Keller, & Wahn, 1998; Marsac, Funk, & Nelson,
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2007). Staab et al. did not find any relationship between the severity of illness and
parental caregiver QOL (r=0.08) involving parents of school age CF patients although
they found a significant relationship between the number of hours spent on treatment and
the QOL of caregivers (r = -0.30; p<0.01). Arafa et al (2008) found additional
contributing factors that also affect the caregiver QOL such as type of heart disease, age
of the child, multiple children, financial situation, and co-morbid conditions. Goldbeck
and Melches (2006) argue that the severity of cardiac disease leads to social
disadvantages thereby affecting caregiver QOL negatively. Marsac et al (2006)
established that parental QOL is a determinant of QOL in children with chronic illness by
correlating the scores on the Pediatric Asthma Quality of Life Questionnaire with the
Pediatric Asthma Caregiver‟s Quality of Life Questionnaire. They found a positive
relationship between mother and child perception of quality of life (r = 0.31, P < 0.05, d
= 0.75).
Severity of illness: Mild, Moderate, and Severe: Although Boling, Marcina, and
Clancy (2003) found that mild, moderate, and severe illness (severity of CF calculated
from recent forced expiratory volume and number of days of hospitalization) was
correlated with caregiver QOL. Although they found decreased caregiver QOL in the
mild (Mean QOL scores 101.82) and moderate severity (Mean QOL scores 87.52) group,
they noted a slightly improved QOL in the severe illness category (Mean QOL scores
89.35) as indicated by significant mean differences in QOL Scores and the number of
days of hospitalization after adjusting for age (Mean number of days of hospitalization
F=3.010, p =.022). The authors attribute this to the parents becoming accustomed to the
new level of functioning, or that the child‟s hospitalization may be a channel of respite
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and relief from usual daily chores in caring for the child. However, this improved QOL
may be due to a small sample size (n=8, N=100) in the severe illness category, the
inclusion of one to 31 year old as „children with CF‟ in this study, and that the older
patients learned to cope over time. In addition, the slight increase in QOL scores in the
severe category may be an artifact. In contrast, Wong and Heriot (2008) observed that the
severity of illness increased despair (p= -0.46) in 70% of the 35 parental caregivers of
children 5-12 years of age with CF in Australia. Nevertheless, this group did not find any
significant correlation with severity of illness and hope in the parents (p=.33). Priddis, et
al., (2009) found ongoing feelings of grief in 19 Australian mothers of CF children with a
mean age of 3.46 years. In a later study involving experience of fathers of children with
CF, Priddis et al., (2010) disputes if fathers hide their emotions, had different coping
styles, and stay strong to support their wives. However, the small sample of fathers in this
qualitative study were less involved in the care of chronically ill children, may have taken
a longer time to adjust and may also have withdrawn emotionally from the child.
Symptom-free Days and Parental QOL. Halterman et al. (2004) stated that an
increase in symptom-free days improved caregiver QOL. They observed variability in
QOL based on an increase in symptoms during days (r= -0.27; p <0.001) or nights (r= 0.22, p=.005) in their asthmatic children. This study involving Hispanic families further
explored variables related to minority such as race (β = -.156, p<0.05), smoking (β = .221, p<0.05) socio demographic factors, poor access to care, and lack of coping
strategies and these factors may have negatively affected caregiver QOL (Halterman, et
al., 2004). In addition, the researchers found that daily medication, symptom severity, and
poor access to care increased their financial burden which in turn impacts the parental
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caregivers‟ QOL. The urban setting of this study, parent-reported severity of illness, and
the timing of data collection (beginning and end of school year) might have skewed the
results of the study.
Fear of Disease Outcome and parental QOL. Fear of disease outcome can affect
the QOL in parental caregivers. Fear of death or deterioration (Mean Item Score 2.45 and
2.20 in a mean range of 0.39 to 2.45; N=100) and role strain (MANOVA, F (6, 59) =
2.94, p < .05), parenting stress (F(7, 58) = 13.61, p <.001), and lack of recreational time
(F(5, 60) = 81.20, p < .001) compared to parents of healthy children (Quittner, Espelage,
Opipari, Carter, Eid, & Eigen, 1998) were reported as contributing factors for poor QOL
in parents of CF patients. Depressive moods, increase in daily activities, lack of
happiness and guilt feeling originating from the carrier nature of the disease contributed
to lower QOL in caregivers of sickle cell disease (Van den Tweel, et al., 2008).
Hyperactivity and conduct problems in school age children with Asperger‟s syndrome
were found to be instrumental in lowering the QOL in their parental caregivers (β-1.9)
(Allik, Larsson, & Smedje, 2006).
Care strain and parental QOL. Emotional adjustment to diagnosis and changes
within the family system after the diagnosis were themes identified on qualitative studies
of mothers and fathers of children with CF (Priddis, et al., 2010). Adjustment to illness
was a new experience for 40% of the fathers and the fathers described their role as more
of a protector role after the diagnosis and they hide their emotions to stay strong. Fathers
(N=10) described change in relationship as strained (33%), ruptured (40%) and
strengthened (20%) and the fathers supported the mothers in caring and coping. The
qualitative nature of this study involving middleclass intact families might have masked
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some of the realities in the parents' lives and may not be comparable to the modern
blended families. A combination of telephone and in-home interviews also might have
influenced the results. Other themes that indicated effect of role strain on QOL identified
in qualitative studies of families of children dependent on technology include making
complex decisions, imposing physical restraints to carry out the care, neglect of regular
parental duties to fulfill the care needs of the child, monitoring of clinical procedures,
managing the child‟s condition and organizing the care, lack of sleep, anger and
depression (Hartnick, Bissell, & Parsons, 2003; Kirk, 1998; Kirk, & Glendinning, 2004;
Kirk, et al., 2005).
Social risk factors and parental QOL. Social risk factors have also been reported
to have negative impact on QOL of caregivers. According to Goldbeck and Melches
(2006), social risk factors that include single parent status, unusual family situation,
immigrant status, unfinished parent education, unfinished professional training or parent
unemployment can be predictors of poor caregiver QOL. Their description can be
equated to the financial situation in Arafa et al.‟s (2008) study. Arafa et al. (2008)
conducted their study in Egypt while Goldbeck and Melches‟s (2006) account is from
Germany indicating QOL in caregivers of children with cardiac disease is similar in
different settings and cultures. Income or educational status of the parents did not have
any impact on QOL of parental caregivers of CF patients of school age in Germany
(Staab, et al., 1998). Additionally they did not find any relationship between QOL and
being a single parent or having more than one child with CF in the family. However,
Boling (2005) could not verify financial strain (Item Mean 1.42) or insurance coverage
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(Item mean 1.42) as a priority for parents in her study (N=100, Mean QOL score range
0.36 to 2.45).
Complex social issues and parental QOL. Complex social issues and poor
socioeconomic status resulting in limited parenting skills, caregiver unreliability, lack of
housing, and transportation are major concerns in socially marginalized families caring
for children with technology that negatively affects the caregiver QOL (Cohen, 1999).
Additionally, Cohen states that lack of funds to do structural renovations, lack of space to
accommodate nurses to care for the child, difficulty in identifying a second caregiver, and
living in a high crime neighborhood area where agencies hesitate to provide services add
to the factors that force parents to assume responsibility for care which can negatively
impact the QOL in parental caregivers. This study using grounded theory revealed that
some of these families are motivated to enhance their lives while trying to master the
caregiving. Studies that quantify the QOL of these socially marginalized families were
not found in the literature. Educational level (p=0.843), or marital status (p=0.492) of the
parents were not contributing factors for the QOL of parents of children with Sickle cell
disease compared to matched control group of parents even though the sickle cell disease
group differ from normal population on marital status and educational level (p=<0.01)
(Van den Tweel, et al., 2008).
Increased duration of illness in the child and parental QOL. Increased duration of
illness in children may have a positive impact on the QOL in parents. This has been
demonstrated in studies involving diabetic children (Awadalla, et al., 2006) children who
have a gastrostomy tube (Sullivan, Juszczak, Bachlet, Lambert, Vernon-Roberts, Grant,
Eltumi, McLean, Alder, & Thomas, 2005; Sullivan et al., 2004), and children with CF

41

(Boling, 2005). Sullivan et al., (2004) assessed baseline QOL scores of parents prior to
G-tube placement in their children which was lower than that of the normal population
scores in the United Kingdom (U.K.). Follow up of these parents at 6 months and 12
months after the G-tube placement (three times including the baseline prior to G-tube
placement) showed increased QOL scores using SF-36 II instrument (Social functioning
score change from 13.51 to 25.48, p=0.028; Mental health scores 9.88 to 17.72, p=0.015).
The change in scores was attributed to the decrease in time spent on feeding (p=<0.0001),
increased ease in drug administration (5% to 66% of parents at 6months and 90% parents
at 12 months) and less concern about the child‟s nutritional status (15% parents are
concerned at 12 months compared to 78% parents pre-gastrostomy; p=<0.0001). This
being a small study (N=57, mean age 30 and 77% mothers) could not elicit if the
gastrostomy feeding and the technology itself impacted the QOL in any of the three times
of data collection. On the other hand these families received close and ongoing education
and support about G- tube feeding from a multidisciplinary team that most likely was
instrumental in the reduced stress and improved their QOL. The ongoing training of the
parents might have also positively affected the QOL in these parents. Increased trust in
medical care and compliance was found to increase the QOL in parental caregivers of CF
(r=0.18, p <0.05) (Staab, et al., 1998) .
A few studies compared the QOL of mothers and fathers who care for their sick
children. Allik, Larsson, and Smedje (2006) found significant difference in the QOL of
mothers (p=0.001) and fathers (p= .24) of children with Asperger‟s disease. The mothers
reported poorer physical health status than the fathers in this small (N=32) Swedish study
Stab et al., (2006) did not report any difference in the HRQOL scores of mothers and
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fathers (N=125). However the number of mothers (111) and fathers (14) were grossly
different in this study involving parents of children with CF.
QOL in parental caregivers of children with tracheostomy is scant in literature.
The few studies discussed earlier were either qualitative in nature or was conducted in
general for all patients who depend on technology. It is important to investigate the QOL
of caregivers who care for children in specific developmental age group because of the
unique challenges they experience. No studies exploring the QOL of parental caregivers
of children one month to 36 months with a tracheostomy were found in literature.

2.7 Gaps in the Literature
Caring for a child with a tracheostomy is a traumatic, challenging, timeconsuming, and life changing process. Performing traumatic procedures in the children
with tracheostomy, though critical to maintain their health and sustain their life are
essential, are painful and distressing to the parents. The care requisites along with stress
piled up by daily life events can impact the QOL of parental caregivers. A review of the
literature also indicated that the majority of these stressors affected parental QOL
negatively although a few including severity of sickness in the child affected QOL
positively. It is theorized that some parents adapt well to the crisis situation while some
others maladapt (McCubbin, et al., 2001). Those who adapt well may have a better
quality of life compared to those who maladapt. The relationship between and among
stress, coping, and QOL in parental caregivers of children with a tracheostomy is not yet
known. Though the impact of duration of illness on the parents of chronically ill children
has been found to be positive, personal experiences indicate that this may be very
different for parents of children with a tracheostomy. Moreover, the impact of living with
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a child with a tracheostomy on the siblings has not yet been studied. Education of the
children after tracheostomy, competency of the teachers, social stigma experienced by the
children after tracheostomy, and adaptation to growth and development in boys and girls
after tracheostomy, particularly in girls of pubertal age are issues that parents usually
worry about and can impact their QOL. This study may shed some light on the different
stressors unique to parents that care for a child with a tracheostomy, ways by which they
cope, and the effects of different stressors and coping mechanisms on QOL of parental
caregivers.

2.8 Summary
Quality of life of parental caregivers of children cared for at home following a
tracheostomy is an under-researched area. This has resulted in lack of evidence to guide
practice. The parents, siblings, and other members of the family live around the routines
imposed by the technology involved in caring for a child with a tracheostomy. Many
factors such as severity of illness, fear of the outcome, social risk factors, complex social
issues and duration of illness have been identified as impacting QOL in parental
caregivers of chronically ill children. Children with a tracheostomy are a unique
population and caring for them at home can affect the QOL of their parental caregivers
because of the complexity of their care compared to other chronically ill children or
normal population. Scientific knowledge is lacking in this realm and rigorous empirical
research must be conducted to advance the knowledge about this special cluster of
people. Adequate scientific knowledge is essential to serve this group of families
efficiently.
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CHAPTER 3
METHODOLOGY
3.1 Introduction
The study on QOL of parental caregivers of children with a tracheostomy who are
cared for at home has been completed as planned. This chapter discusses the
methodology that includes the research design, research instruments, data collection
process, and the methods used in data collection. In addition, the measures taken to
protect the human subjects, security of data, and the validation of data integrity and
planned analysis will be discussed in this chapter.

3.2 Research Design
A cross sectional correlational descriptive design was used to study the QOL of
parental caregivers who care for their children with a tracheostomy at home. Data were
collected using a survey method. The questionnaires were administered in both an online
format using a Survey Monkey link, and by a face to face format using hard copies. It is
known that flexibility and feasibility of survey method are advantageous and a
standardized survey can yield highly reliable results on self-report. While online surveys
are efficient and cost effective the participants may lose the personal contact. Most
surveys depend on recall which can be difficult for some participants. Although more
people in the society have access to the Internet, it may not be accessible to everyone.
Therefore, it was assumed that combining the online and off-line/face-to face methods to
collect the data would help to capture different strata of the eligible population. Online
method was particularly valuable when the survey was made available through a specific
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site used by the population of interest –parents of children with a tracheostomy. While
self-reflection bias allows particular individuals to consistently respond positively to all
surveys, desensitization from frequent survey requests let others to disregard the survey
(Polit, & Beck, 2008). Hard copy distribution was difficult and had to involve many
others in the process.

3.3 Sample
Parents of children with a tracheostomy aged one to 36 months who were cared
for at home were eligible to participate. Children less than 3 years of age with a
tracheostomy cared at home were referred to as a child with a tracheostomy. This
included children by birth, step, or adopted as dependent to their parents. Foster children
did not meet this criterion. A convenience sampling method was used for data collection.
The convenience sample consisted of parents who were part of the social networking
support group www.tracheostomy.com and also those that saw the flier announcing the
study at the hospital pulmonology clinic. An appeal to the parents for participation in the
study was posted on this website in collaboration with the website administrator. Word of
mouth was encouraged through Pulmonology clinics where packets of hard copies of the
survey were made available to potentially interested parents. There were a few inquiries
from parents of older children with tracheostomy who were members of the website
www.tracheostomy.com describing their desire to participate in this study. They were
reminded of the inclusion criteria for this study and about the potential for a future study.
Power analysis. An a priori power analysis was completed for the direct-entry
MRA because multivariate data analyses usually require more subjects than those
employing univariate methods (Darlington, 1990; Keith, 2006; Pedhazur, 1997).
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Following the recommendation of Green (1991), the a priori analysis evaluated both: (a)
the overall significance of the MRA model and (b) the unique contribution of individual
predictors. The significance level for both analyses were set at p = .05, as per standard
scientific conventions. Medium effect sizes were postulated in keeping with Cohen‟s
(1988) recommendations for MRA (i.e., both f2 values = .15). In addition, power was set
at .80, meaning there would be an 80% probability of reaching statistical significance if
the predictors had an effect in the population. The dependent variable was QOL as
measured by the PGWBI. Data will be on the interval level. The IVs were stress (1
score), coping (1 score), and duration of tracheostomy (1 score). Results from the power
analysis showed that 77 cases would be necessary to evaluate the overall model and 55
cases would be necessary to evaluate individual predictors. The largest N was chosen so
that the MRA would be sensitive to the least powerful comparison (i.e., 77 participants).
Inclusion criteria. Parents, step parents, or adopted parents who were fluent in
English and were involved in the care of one or more children with a tracheostomy at
home were included in the study. Knowledge of English and Internet access was required
for participation in order to complete the online survey.. However, participants also had
the option to complete the questionnaires using the paper-pencil method. If both parents
were interested in participating in the study they were asked to complete the surveys
separately and without discussing the questions or their responses. Although the age of
the parents was not a deciding factor for participation, the age of the child with a
tracheostomy was a factor of eligibility. Geographical location was not a restricting factor
for participation in the study.
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Exclusion criteria. Foster parents were excluded from participating in the study.
Parents of older (greater than three years) children with a tracheostomy were excluded.
Biological fathers or mothers who do not live with the child or participate in the care of
the child also were excluded from the study.

3.4 Setting
The participants were in two groups- 1) participants who completed the survey via
the secure online data collection site and, 2) the participants who completed a paper copy
of the survey. The survey link was made available to the potential subjects through the
Internet via the networking site www.tracheostomy.com. Parental caregivers accessed
this link through the website in their home, work, or at a local library to complete the
survey. The parent participants could also complete the questionnaires in their home or at
the clinics where they received the packet of information that included a self-addressed
stamped envelope to return the completed questionnaires to the investigator.

3.5 Instruments for Data Collection
Family Inventory of Life Events (FILE). Caregiver stress in the context of this
study was defined as the subjective assessment of the life situation that was perceived as
stressful by the parental caregivers (McCubbin, Patterson, & Wilson, 1983). Parental
caregiver stress experienced by parents who care for a child with a tracheostomy at home
was measured using the tool Family Inventory of Life Events (FILE). The tool contains
events in nine subscales that include intrafamily strains, marital strain, pregnancy and
child bearing strain, work-family transition strain, illness and family care strain, losses,
transitions and family legal violations. FILE is a 71-item self-report instrument that
evaluates the „pileup‟ of normative and non-normative life events experienced by the
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parents during the previous 12 months by answering yes or no. Families may be dealing
with several stressors simultaneously and the stressor event in one family member will
affect other family members too. FILE captured these and measured the stress
experienced in a cumulative way (Appendix II) (McCubbin, Patterson, & Wilson, 1983).
The parents answered by selecting yes or no to the items. The authors established norms
for this tool based on findings from 1140 couples at varying stages of family life cycle.
The Cronbach‟s alpha was .81 and test retest reliability was .77 (McCubbin, Thompson,
& McCubbin, 2001).
The construct and discriminant validity of this tool had been established.
Additional validity was established by correlating FILE with Family Environment Scales.
Even though the authors have subdivided FILE into shorter, more specific tools, the FILE
still stands as a comprehensive tool to measure stress (Appendix II). This tool has been
used in multiple settings including that of veterans with post-traumatic disorder (Moore,
2011), Iranian Disabled Veterans' Wives‟ wellbeing (Yousefi, & Sharif, 2010), family‟s
adjustment 18 to 24 months after a NICU experience (Doucette & Pinelli, 2004) and
other diverse settings (McCubbin, et al., 2001). The FILE required approximately 10- 15
minutes to complete. The original developers of the tool recommended five methods of
scoring the responses to FILE. The weighted scores present in the tool were removed in
consultation with the developers prior to administering the tool to the participants. The
response „yes‟ was assigned a value of „1‟ (One) and „No‟ a value of „0‟ (Zero). All the
Yes answers are added and mean scores are calculated.
Family Crisis Oriented Personal Evaluation Scale (F-COPES). Coping is an
attempt to survive the context of the problem or emotion. In this study, coping was
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measured by using the Family Crisis Oriented Personal Evaluation Scale (F-COPES)
(McCubbin, Olson, & Larson, 1981) (Appendix III). F-COPES has 30 coping behavior
items which focuses on the family‟s resources, internal coping behaviors, as well as
social coping behaviors. The subscales include acquiring social support (9 items),
reframing (8 items), seeking spiritual support (4 items), mobilizing family to acquire and
accept help (4 items), and passive appraisal (4 items). The F-COPES, a 30-item selfreport scale identified problem solving strategies in the parents. The responses were made
on a Likert scale that ranged from 1-5, 1 being strongly disagree and 5 strongly agree.
The total score can range from 30-150 and content and construct validity has been
established. Cronbach‟s alpha was .87 (N=2582) and test retest reliability was
.81(N=116) (McCubbin, et al., 1981). Approximate time for completion of the F-COPES
was 5 minutes. Scoring was performed as recommended by the tool developers by
adding the scores; however for items 12, 17, 26 and 28 the scores were reversed as
recommended. Mean scores were calculated based on total F-COPES scores. F-COPES
had been widely used in research to evaluate coping in various population and language
groups (McCubbin, et al., 2001). The tool has been translated into other languages as well
(McCubbin, et al., 1981) .
Psychological General Well-Being Index (PGWBI). QOL was measured by the
PGWBI (Dupuy, 1971) (Appendix IV) and defined as the sum total of the mental and
physical health and well-being of parents caring for a child with a tracheostomy. . The
PGWBI is a 22-item health-related Quality of Life (HRQoL) questionnaire developed in
1970-1971 to assess the QOL of people with chronic illness. PGWBI generated a selfperceived evaluation of psychological well-being in six dimensions: anxiety, depressed
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mood, positive wellbeing, self-control, general health, and vitality (Dupuy, 1971). The
parents answered the questions on a six-point scale ranging from 0-5 with a possible
global score of 0-110 which was calculated by the sum of all the six dimensions. Scores
of 0 to 60 are reflective of “severe distress,” 61 to 72 are reflective of “moderate
distress” with scores of 73 to 110 reflective of “positive well-being”. Missing items were
imputed as directed in the scoring guidelines. If scores with more than two items were
missing for subscales Anxiety, Positive Well-being, and Vitality, the dimension as a
whole was considered missing and could not be used in calculation of QOL scores. If the
scores for more than one item were missing from the subscales for Depressed Mood,
Self-Control, and General Health, the score of the dimension could not be used for
calculation of QOL scores. As directed in the guidelines, if data on one dimension was
missing, the global QOL score for that participant could not be used for calculations.. The
PGWBI has been validated and used in many countries on large samples of the general
population and on specific patient groups. Internal consistency has been established for
this tool indicated by high values of the Cronbach's alpha coefficient (range 0.80 – 0.92).
Studies in different populations such as: people of Italian culture (Grossi et al., 2010), in
patients with gastrointestinal disorders (Chassany, Dimenas, Dubois, & Wu, 2004), and
in women with subclinical thyroid disease in Australia (Bell, Rivera-Woll, Davison,
Topliss, Donath, & Davis, 2007) indicated that this tool met the standards for content,
criterion, construct, and predictive evidence of validity (Appendix IV). The PGWBI took
approximately five to seven minutes to complete.
Demographic data form. A researcher-generated demographic data form was used
to describe the population under study (Appendix V). Parent specific information such as

51

gender, age, education, income, employment status, marital status, race, ethnicity,
insurance status and the duration of care from other support personnel was collected. In
addition, information pertaining to the child with tracheostomy also was gathered. The
age of the child, comorbid conditions, siblings, attendance in day care, and duration of
tracheostomy were also collected using the demographic data form.

3.6 Protocol
Approval for the dissertation study was obtained from the Institutional Review
Boards (IRB) of Duquesne University, Pittsburgh, PA., and from Nemours/Alfred I
duPont Hospital for Children, Wilmington, DE. Thereafter, recruitment activities began.
A short announcement describing the study along with the survey link was posted on the
site www.tracheosotmy.com (Appendix VI). Parents were also recruited through a
pulmonology clinic via posted fliers (Appendix VII). Permission to advertise the study on
the tracheostomy website was obtained from the website administrator (Appendix VIII).
Information about the study and the link to Survey Monkey, a secure online data
collection site, was posted on the website. A cover letter (Appendix IX) introducing the
purpose of the study was provided along with the link. Prospective participants were told
that their participation was voluntary and that completion and submission of the survey
constituted their consent to participate. Reminders were posted at four to six week
intervals to enhance participation.
Information about the study for paper –pencil survey was made available to
potential participants by posting flyers at a tracheostomy follow up pulmonology/airway
management clinic. Two copies of the documents used in the online survey were made
available in a packet for the eligible parents who attend the airway management clinics,
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so that both parents could complete the survey independent of each other. In addition,
self-addressed stamped envelopes were included for the parents to return the completed
surveys to the researcher. The cover letter (Appendix X) provided instructions to the
parents and they were told that they should not include their return address on the
envelope to maintain anonymity. Total time to complete the paper-pencil survey was
approximately 30-35 minutes. No financial incentives and no compensation for time were
offered for participation in the study. A gratuity in the form of a donation of $200 to the
support group web site was given at the end of data collection in appreciation of their
support for survey administration. The clinic staff and the pulmonology team were
offered refreshments at various times during data collection phase and at the completion
of data collection as a gesture of appreciation.

3.7 Protection of Human Subjects/Ethical Consideration
The study was initiated after obtaining IRB approval from Duquesne University
and Nemours/A. I. duPont Hospital for Children. Parental caregivers who met the
inclusion criteria were the participants. Completion and submission of the questionnaires
via online or mail indicated their consent to participate. As this was totally voluntary no
signed consents were gathered and stored. No personal, financial, or psychological risks
were anticipated for participation. No personal honorarium was offered to participants
and there was no cost associated with participation. Benefits included dissemination of
knowledge among health care providers and consequential potential benefits to future
families. The data downloaded from the Survey Monkey site were stored in a password
protected computer in the researcher‟s home. Hard copies were stored in a locked filing
cabinet in the researcher‟s residence. Permission to use the tools (FILE, F-COPES and
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PGWBI) was obtained (Appendix XI, Appendix XII) prior to IRB approval and data
collection.
No identifying information was collected during the survey and thus, it was not
possible to reveal any identifying information on data analysis. Anonymity and
confidentiality was assured to the participants and participation was totally voluntary in
both formats. Although a few e-mails of inquiry via the www.tracheostomy.com site
were received from potential participants, they were not eligible for participation. These
e-mails were deleted after the investigator promptly responded to the email. No phone
calls were received regarding data collection from potential participants. No identifying
data appeared on the downloaded data; therefore, there was no breach of anonymity or
confidentiality.

3.8 Data analysis
The questionnaires were administered via Survey Monkey, a secure data
collection site. The data obtained from Survey Monkey in the Excel format were cleaned
and saved. The data from the hard copies also were entered into an EXCEL Spreadsheet
and then merged with the cleaned data from the online format. The combined data were
uploaded into SPSS 20.0. The data were coded and a code book was maintained for
reference. The data were stored on the researcher‟s password protected computer at
home.
Testing for assumptions for statistical analyses was performed and data were
normally distributed. The data also met other assumptions such as linearity, collinearity,
and homoscedasticity. As these assumptions were also met, Pearson‟s product-moment
correlation coefficient (r), a parametric statistical test, was used to determine the
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correlation between the scores of coping (measured by FCOPES), QOL (measured by
PGWBI), stress (measured by FILE), age of caretaker, age of the child with
tracheostomy, duration of tracheostomy, and age at tracheostomy. Pearson‟s correlation
(r) can be used to describe the magnitude and direction of the association between two
variables that are on an interval or ratio scale. This is on a scale between -1 to +1. When
the value is near zero there is no correlation and as it approaches +1 there is a strong
positive (direction) relationship and similarly values closer to -1 indicates a strong
negative relationship.
Data were analyzed using SPSS 20.0. There were three steps involved in the data
analysis plan. First, the dependent variable, all independent variables, and all
demographic and medical characteristics were examined at the univariate level. Second, a
series of bivariate tests (ANOVAs, Correlations) were used to identify which independent
variables (duration of tracheotomy, caregiver stress, caregiver coping) were associated
with the dependent variable at a statistically significant level (p<.05). Only independent
variables significantly associated with the dependent variable at the bivariate level were
included in the final multivariate regression model. Furthermore, bivariate analysis were
used to identify which demographic and medical characteristics were associated with the
dependent variable at the designated level of significance (p=<.05). All demographic and
medical characteristics associated with the dependent variables found statistically
significant (marital status, Ethnicity, help from family and friends, and smoking) were
included as covariates in the final multivariate regression model.
Third, a multiple regression model was used to assess the dependent variable
(caregiver quality of life) as a function of the study's independent variables (duration of
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tracheotomy, caregiver stress, caregiver coping), while controlling for all covariate
variables (demographic and/or medical characteristics) related to the dependent variable
at a statistically significant level.
Assumptions for Multiple Regressions
When using a standard multiple regression analysis, it is important to be aware of
factors that may negatively affect the interpretation of results and make it difficult to
establish strong validity. A thorough exploration and screening of the data was conducted
in order to affirm that assumptions regarding correlation have been met and results can be
trusted. Since a standard multiple regression is the primary statistical design of this study,
principal assumptions of multiple regression analyses were tested. These assumptions
include: normality, linearity, homoscedasticity, and multicollinearity.
.Normality
Parametric tests assume an approximately normal distribution among continuous
study variables. The examination of the normality among continuous variables can be
made through noting the ratio between the raw values of the skewness and kurtosis with
the standard error of each respective statistic (Brown, 2008). Specifically, by dividing
either statistic by the respective standard error of that statistic, a standard score is
produced that represents the ratio between the two values. If the resulting calculation is
not greater than approximately 3, i.e., if skewness or kurtosis in not three times the
standard error of each respective statistic, it would be reasonable to assume that the
distribution of scores is within the range of normality (Onwuegbuzie, Jiao, & Bostick,
2004). The final regression model involved two continuous variables that needed to be
examined for normality, which were caregiver coping and stress scores.

56

Descriptive analysis indicated that the skewness and standard error of skewness
for caregiver coping scores (i.e., the FCOPES measure) were -.513 and .29, respectively,
which yielded a ratio of 1.80 (-.513/.285=1.80). Furthermore, the kurtosis and standard
error of kurtosis for caregiver coping scores were .236 and .56, respectively, indicating
that the kurtosis was actually smaller than the standard error of kurtosis. Descriptive
analysis also revealed that the skewness and standard error of skewness for caregiver
stress scores (i.e., the FILES measure) were .544 and .285, respectively, which yielded a
ratio of 1.91 (.544/.285=1.91). Furthermore, the kurtosis and standard error of kurtosis
for caregiver coping scores were -.44 and .563, respectively, indicating that the kurtosis
was actually smaller than the standard error of kurtosis. Thus, both independent variables
appeared to be approximately normally distributed.
Linearity and Homoscedasticity
Within the Ordinary Least Squares regression model, a scatterplot was computed
that considered the dependent variable through plotting the regression standardized
residual by the regression standardized predicted value (Figure 1). The points tended to
be randomly and evenly dispersed throughout the plot indicating that the assumptions of
linearity and homoscedasticity had been met. This statistical testing also produced normal
P-P plots (Figure 2), as well as partial plots that also supported that the assumptions of
Linearity and Homoscedasticity had been met.
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_______________________________________________________________________
Figure 3.1 Scatter Plot of regression standardized residual by the regression standardized
predicted value indicating that assumptions of linearity and homoscedasticity had been
met.

Figure 3.2 P-P Plot for Linear Regression Model indicating that the assumption of
linearity and homoscedasticity had been met
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Multicollinearity
Multicollinearity occurs when independent variables are correlated at an
inappropriately high level within a regression model. SPSS provides an option for
collinearity statistics, specifically the variance inflation factor (VIF) and tolerance levels
within the linear regression function that describe the level of collinearity between
independent variables. Menard (1995) has suggested that tolerance levels above .10 do
not represent serious problems related to collinearity. Furthermore, Myers (1990) has
suggested that VIF levels below 10 represent an acceptable level of collinearity. The
SPSS collinearity diagnostic function indicated that the final regression model in the
current dissertation study incorporated tolerance levels from .75 to .83 and VIF scores
from 1.11 to 1.33 for all independent variables. Thus, data indicated that issues related to
multicollinearity would not be a concern in the current analysis.
Descriptive analysis was performed to summarize data for all participants and to
describe independent socio-demographic variables such as age, gender, marital status,
educational level, smoking habits, and annual income (Polit & Beck, 2008). Additional
data regarding the child with tracheostomy and care organization summarized duration of
tracheostomy, preparation prior to discharge, number of hours of professional help at
home, number of hours of help from family and friends and duration of tracheostomy.
Frequency distributions and percentages were obtained to assist in organizing the data for
examination.
Multiple regression analysis was used to understand the effect of two or more
variables on the global PGWBI scores. On bivariate analysis the PGWBI scores of
marital status, ethnicity, help from family and friends (friend help), and smoking were
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significantly high. In addition other major independent variables were included in the
multiple regressions. Multiple regressions helps to assess how two or more independent
variables make predictions through multiple correlation coefficients R, which has a value
of 0.00 to 1.00. Multiple regressions indicates the strength of the relationships between
variables when all the variables are present and the analysis determines the proportion of
effect of a group of variables on the outcome variable at a significant level (R2).

3.9 Summary
The data on stress, coping, duration of tracheostomy, QOL, and demographics
from parents of children with a tracheostomy aged one month to 36 months were
collected using online and paper-pencil methodology after obtaining approval from the
IRB of Duquesne University and Nemours/A. I. duPont Hospital for Children. Valid and
reliable tools such as FILE, F-COPES and PGWBI were used to gather data on stress,
coping, and QOL respectively in addition to a demographic inventory. The online survey
was administered using Survey Monkey and hard copy data was gathered by hand
delivery of the hard copies via pulmonology clinic and returned by US mail. The data
were stored confidentially per IRB guidelines and analyzed in consultation with a
statistician.

60

CHAPTER 4
RESULTS AND DISCUSSION
4.1 Introduction
The study on QOL of parental caregivers of children with tracheostomy cared at
home was conducted to measure the perceived QOL of parents who care for these
children aged one to 36 months at home. In addition, other factors such as stress, coping,
socio-demographic variables and the health-related factors of the child also were
considered to evaluate the QOL of parental caregivers. This chapter includes a summary
of participant recruitment, collection and analyses of data, and results. This will be
followed by a discussion of the findings in relation to each research question.

4.2 Recruitment of Participants
After obtaining IRB approval from Duquesne University and Nemours/A. I.
duPont Hospital for children and permission from the website (www.tracheostomy.com )
administrator, an appeal for voluntary participation was posted on the website along with
information regarding the study and the survey link (Appendix VI). When a participant
opened the link to the survey they were presented with a cover letter that discussed the
voluntary nature of the study and information that completion of the survey indicated
their willingness to participate. This survey was initiated in September, 2011. Reminders
about the survey were posted approximately every 4-6 weeks excluding the
Christmas/New Year season until March, 2012 when a decision to terminate data
collection was made. Ninety-six (96) parents completed the survey in the online format.
Restrictions to the parents of a specific age group of children might have limited the
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number of participants. Data collection at the pulmonology clinic did not start as initially
anticipated because of the stringent logistical limitations essential for a pediatric IRB. In
spite of all efforts to encourage the participation from the clinic only four (4) parental
caregivers completed the hard copy survey over a five month period. In view of the
limited participation in hard copy surveys (n=4) this small number was added to the
online data and analyses was completed. Seventy-one (71) people met the criteria for
inclusion in the final analyses. The overall response summary during a total seven month
period for each of the questionnaires is provided in Table 4.1
Table 4.1
Survey Response Summary
Instrument

Total
Started

Completed

Percent (%)

Demographic information

100

79

79

Family Inventory of Life Events (FILE)

100

98

98

Family Crisis Oriented Personal Evaluation Scale

100

84

84

Psychological General Well-Being Index (PGWBI) 100

79

79

Duration of tracheostomy (in demographic inventory)100

72

72

(F-COPES)

Note: This table illustrates originally collected data and the percentage of participants
who completed each research instrument.

4.3 Statistical Analyses and Results
Data were analyzed using SPSS 20.0. As the data satisfied all statistical
assumptions such as normality, linearity, homoscedasticity and multicollinearity, analysis
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was performed as planned. Descriptive analyses were performed to describe the
population under study and then correlations and regression analysis were performed to
answer each of the research questions. Independent variables significantly associated
with the dependent variable at the bivariate level were included in the final multivariate
regression model. In addition, all demographic and medical characteristics associated
with the dependent variables found statistically significant (marital status, Ethnicity, help
from family and friends, and smoking) were included as covariates in the final
multivariate regression model. A multiple regression model also was used to assess the
dependent variable (caregiver quality of life) as function of the study independent
variables (duration of tracheotomy, caregiver stress, caregiver coping), while controlling
for all covariate variables (demographic and/or medical characteristics) at a statistically
significant level.

4.3.1 Sample Summary
Descriptive statistics were done to describe the population under study. All the
participants (N=100) were included in the descriptive analyses. Data indicated that the
typical study participant was about 33 years old (n=76; M=33.11, SD=6.51, Range=2056) (Figure 4.1). Study participants tended to be of a White racial/ethnic background
(n=65; 89.0%). The majority of study participants were primary caregivers (n=71;
92.2%), mothers (n=66; 85.7%), and were married (n=67; 87.0%). Over half of the
sample reported a level of education at the bachelors level or above (n=46; 59.8%)
(Figure 4. 2) and were employed outside the home (n=40; 51.9%). Over three-quarters of
the sample reported their spouse was employed of self employed (n=65; 86.6%). About
half of study participants reported an annual income above $60,000 (n=38; 49.4%). Over
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half of study participants (n=46; 59.7%) reported having other children in addition to a
child with a tracheostomy. Of study participants that reported having other children,
59.5% (n=25) reported having one other child. Of the children of study participants, a
little over half were males (n=38; 52.1%). The average age of the children of study
participants was about twenty-one months (n=73; M=21.62, SD=9.89; Range=4-36).
Eight participants (11%) were from outside the United States (U. S.). Table 4.2 presents
the overall demographic characteristics of study participants.
Table 4.2
Demographic Characteristics of Study Participants (N=100)
Variable

n

%

76

76%M=33.11,

Age
SD=6.51, Range 20-56
Missing

24

24

Primary Caregiver

71

92.2

Not primary/active caregiver

5

6.5

Support the primary

1

1.3

Missing

23

23

Mother

66

85.7

Father

4

5.2

Grandmother

4

5.2

Adopted mother

2

2.6

Foster

1

1.3

Missing

23

23

Role

Relationship

Marital Status
64

Married

67

87.0

Single

3

3.9

Divorced

3

3.9

Single living with BF (Boyfriend)

2

2.6

Same sex partner

0

0.0

Separated

2

2.6

Missing

23

23

High School

5

6.5

College

19

24.7

Associate degree

7

9.1

Bachelors

28

36.4

Graduate school

18

23.4

Missing

23

23

Employed outside home

40

51.9

Unemployed

0

0.0

Not working outside home

37

48.1

Missing

23

23

Employed

61

81.3

Unemployed

10

13.3

Self employed

4

5.3

Missing

23

23

>100,000

15

19.5

80,000-99,999

9

11.7

60,000-79,999

14

18.2

40,000-59,999

18

23.4

Education

Employment

Spousal employment

Annual Income (USD)

65

20,000-39,000

16

20.8

<20,000

5

6.5

Missing

23

23

Yes

46

59.7

No

31

40.3

Missing

23

23

1

25

59.5

2

11

26.2

3

3

7.1

4

2

4.8

5

1

2.4

Missing

58

58

White

65

89.0

African American

5

6.8

Biracial

0

0.0

American Indian

1

1.4

Latino

2

2.7

Missing

27

27

US

65

89.0

Outside US

8

11.0

Christian

38

52.1

Catholic

8

11.0

Protestant

6

8.2

Jewish

1

1.4

Other Children

Siblings

Ethnicity

Location

Religious Affiliation

66

Atheist

2

2.7

No faith

12

16.4

Other

6

8.2

Missing

27

27

Boy

38

52.1

Girl

35

47.9

Missing

27

27

Child Gender

Child Age
73

M=21.62, SD=9.89
Range 4-36

Missing

27

27

-----------------------------------------------------------------------------------------------------------Note: N=100 reflects the total number of participants who initiated the survey. Not all
items were answered by all participants.
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Figure 4.1 Age distribution of the participants in the study.
Note: Mean age of the participants in years from the original data; the majority of the
participants were females and not all participants responded to this question.
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Figure 4.2 Educational levels of the participants of the study (1=High School, 2=Some
college, 3=Associate Degree, 4=Bachelor‟s degree, and 5=Graduate school).
Note: Mean age of the participants in years from the original data; the majority were
females and not all participants responded to this question.
Medical characteristics of the children of the study participants were analyzed.
Data indicated that about three-quarters of study participants (n=38; 74.6%) reported
using over 40 home nursing hours per week (Table 4.3). About 22% of parents indicated
absolutely no home nursing care. About two-thirds of study participants (n=43; 60.6%)
reported having provided care for their child with a tracheostomy at home for greater than
12 months (Table 4.4).
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Table 4.3
Home Nursing Hours per Week (N=100)
Home nursing (hours)

n

Percentage (%)

0

11

21.6

2-19

0

0.0

20-39

2

3.9

40-55

6

11.8

56-99

18

35.3

100-168

14

27.5

Missing

49

49

Note: N=100 reflects the total number of participants who initiated the survey. Not all
items were answered by all participants.

Table 4.4
Duration of Care of the Child with Tracheostomy at Home
Duration of Care in months

n

Percentages (%)

0-3months

8

11.3

>3-6months

10

14.1

>6-9months

6

8.5

>9-12 months

4

5.6

>12-18 months

14

19.7

>18-24 months

8

11.3

>24-30months

14

19.7

>30-36 months

7

9.9

Missing

29

29

Note: Duration of care of the child with tracheostomy at home was recorded in months.
N = 100 reflects the total number of participants who initiated the survey. Not all items
were answered by all participants.

70

Data on the perception of their preparation prior to discharge of the infant and
their level of confidence to take care of the infant at home were explored. About half of
caregivers (n=41; 56.2%) reported feeling well prepared prior to their child's discharge
from the hospital. Similarly, about half of study participants (n=31; 43.1%) reported
feeling very confident regarding caring for their child with a tracheostomy when they
took the child home. The detailed results on self-report of parental preparation and
parental level of confidence are given in Table 4.5
Tables 4.5
Parental preparation and level of confidence to care for the child with tracheostomy at
home
n

Percentage ( %)_____

Parental preparation prior to the
child's discharge
Not at all prepared

3

4.1

Very slightly prepared

4

5.5

Somewhat prepared

25

34.2

Well prepared

41

56.2

Missing

27

27

Perceived parental confidence to care
for the child with tracheostomy at home
Not at all confident
3

4.2

Confused

11

15.3

Somewhat confident

27

37.5

Very confident

31

43.1

Missing

28

28

Note: N = 100 reflects the total number of participants who initiated the survey. Not all
items were answered by all participants.
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Time investment in the child‟s care and the ventilation status of the child were
examined. Three-quarters of the study participants (n=51; 75.0%) reported providing
greater than 12 hours of care each day for their child. Regarding ventilation status, more
than half (n=39; 55.7%) of study participants reported none /collar/ Heat and Moisture
Exchange Device (HME). The results on time spent on caregiving for the child and the
ventilation status is given in Table 4.6. About one-third (n=28; 38.4%) of the participants
reported having assistance from family and/or friends. However, some of them did not
indicate the number of hours of help from family and friends. A small percentage of
study participants reported smoking (n=7; 9.6%) or smoking by a household member
(n=12; 16.4%). Though these numbers are small, the potential health/safety hazard in
presence of home oxygen use is a point of concern. Responses to the query about
assistance from family and friends and smoking habit are given in Table 4.7.
Table 4.6
Time Spent on Caring for the Child and the Ventilation Status of the Child
n

Percentages (%)

<6 hours

10

14.7

6-12 hours

7

10.3

>12-24 hours

51

75.0

Missing

33

33

24 hours/day

17

24.3

12 hours/day

11

15.7

CPAP

3

4.3

None/collar/HME

39

55.7

Missing

30

30

Time spent on caring

Ventilation status
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Note: Time spent on caring for the child and the ventilation status of the child was
recorded in hours. N = 100 reflects the total number of participants who initiated the
survey. Not all items were answered by all participants.
Table 4.7
Family/Friend Help and Smoking Habits of Study Participants
n

Percentages (%)

Yes

28

38.4

No

45

61.6

Missing

27

27

Zero hours

18

38.3

Up to 6 hours

9

19.1

>6-12 Hours

7

14.9

>12-24 Hours

2

4.3

>24-48 Hours

5

10.6

>48-72 Hours

3

6.4

>72 Hours

3

6.4

Missing

53

53

Yes

7

9.6

No

66

90.4

Missing

27

27

Yes

12

16.4

No

61

83.6

Missing

27

27

Family & Friend Assistance

Number of Hours of Help per Week
from Family & Friends

Smoking

Smoking by Household member

Note: N = 100 reflects the total number of participants who initiated the survey. Not all
items were answered by all participants.
73

The average age of the child at the time of tracheostomy insertion was about three
months (n=73; M=3.12, SD=2.30; Range=0-11). The most common comorbidity was
gastro intestinal problems (n=37; 60.6%). Less than twenty percent (n=13; 17.8%)
reported using daycare. About half the sample (n=40; 57.1%) reported the feeding
method as liquids (n=40; 57.1). Regarding speech, more than half (n=30; 58.8%)
indicated use of speaking valve. The most commonly reported means of insurance was
private and Medicaid combined (n=32; 44.4%). Almost half of caregivers (n=21; 46.7%)
reported that their child did not have the flu or an acute respiratory infection within the
past year. In addition, the majority of caregivers (n=39; 59.1%) reported the need for
hospitalization within the last month or last year. The results of the analysis of medical
characteristics of the child with a tracheostomy are exhibited in Table 4.8.
Table 4.8
Medical Characteristics of Study Participants (N=100)
Variable

n

%

73

M=3.12, SD=2.30,

Age at tracheostomy
Range=0-11
Missing

27

27

Cardiac problems

13

21.3

GI Problems

37

60.6

Neurologic problems

5

8.1

Speech problems

5

8.1

Other

1

1.6

Missing

39

39

Comorbid conditions

Daycare
74

Yes

13

17.8

No

60

82.2

Missing

27

27

Solids

14

20.0

Liquid

40

57.1

Tube feeds

16

22.9

Missing

30

30

Speaking Valve

30

58.8

ASL (Sign language)

2

3.9

Talks around Trach

4

7.8

None

15

29.4

Missing

49

49

Private

11

15.3

Medicaid

22

30.6

Private & Medicaid

32

44.4

Other country

6

8.3

No Insurance

1

1.4

Missing

28

28

Currently has infection

7

15.6

Infection in the past week

2

4.4

Infection in the past month

15

33.3

No Infection

21

46.7

Missing

55

55

Currently hospitalized

2

3.0

Was in hospital the past week

2

3.0

Feeding patterns

Speech

Insurance

Infections

Hospitalization

75

Was in hospital the past month

17

25.8

Was in hospital the past year

39

59.1

Not hospitalized

6

9.1

Missing

34

34

Note: N = 100 reflects the total number of participants who initiated the survey. Not all
items were answered by all participants.

4.3.2 Inferential Analysis
Only study participants that provided a sufficient amount of data to analyze the
dependent and independent variables under study were included in the inferential
statistical analysis. Of the total 100 study participants that initiated data entry 79
provided data regarding the dependent variable, the quality of life (i.e., the PGWBI
measure), 84 provided data regarding caregiver coping (i.e., the F-COPES measure), 98
provided data regarding caregiver stress (i.e., FILES measure), and 72 provided data
regarding the duration of the tracheotomy. Subsequently, there were 71 study participants
that provided data for all four measures and this was the N used in the final inferential
analyses.
It is important to note that all of the study participants that were eligible for
inclusion in the final analyses (N=71) provided full data for the caregiver stress (FILES)
and quality of life (PGWBI) measures. All the participants who began FILE completed it
and therefore, there were no missing data in the FILE. Occasional missing data in the
PGBWI for QOL scores were imputed per scoring guidelines. However, six of the 84
study participants that provided data for the caregiver coping measure (F-COPES) did not
provide data for one item on the 30 item scale. Subsequently, the mean for the valid
responses to the 29 remaining items were used for scoring in each case. Seventy one of
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these 84 participants who completed the other research tools were included in the final
analysis. Thus, a total of 71(N=71) out of 100 participants who completed all
questionnaires were included in the final analyses conducted for this study.

4.3.3 Descriptive Analysis of Independent and Dependent Variables
Descriptive analysis of the dependent variable, quality of life and independent
variables, stress, coping, and duration of tracheostomy, were conducted. The mean
duration of tracheostomy in the children as identified by the caregiver was 18.22 months
(SD=9.59; Range=1-35). The typical parent evidenced a mean score of 3.27 (SD=.37;
Range=2.20-4.03, scale Range=1.00-5.00) on the coping measure and 16.41 (SD=7.78;
Range=4.00-36.0o), scale Range=0.00-71.00) on the stress measure. The mean score on
the quality of life measure was 64.07 (SD=17.15; Range=0.00-93.00, score Range=0.00110.00). Table 4.9 presents the descriptive data regarding the study's dependent and
independent variables.
Table 4.9
Descriptive Data Regarding Study Dependent and Independent Variables (N=71)
Variable

N

Mean (SD)

Duration of Tracheotomy

71

18.22 (9.59)

Caregiver Coping

71

Caregiver Stress

71

Quality of Life

71

RANGE

Scale Range

1-35

NA

3.27 (.37)

2.20-4.03

1.00-5.00

16.41 (7.78)

4.00-36.00

0.00-71.00

64.07 (17.15) 0.00-93.00

0.00-110.00

Note: Duration of tracheostomy was measured in months and data obtained on the
demographic inventory. Caregiver coping was measured using Family Crisis Oriented
Personal Evaluation Scale (F-COPES); Caregiver stress was measured using Family
Inventory of Life Events and Changes (FILE); and, Quality of life was measured using
Psychological General Wellbeing Index (PGWBI).
_______________________________________________________________________
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All three measures also indicated acceptable psychometric properties. For
example, a reliability analysis showed acceptable levels of internal consistency for the
coping (Cronbach‟s alpha=.73), stress (Cronbach‟s alpha=.85), and quality of life
(Cronbach‟s alpha=.94) measures.

4.3.4 Bivariate Analysis
Bivariate analysis was conducted to answer the first research question: What is
the QOL of parental caregivers of children with a tracheostomy aged one month to 36
months as measured by the Psychological General Well-Being Index (PGWBI)?In
addition to the participants scores on the QOL tool, the relationship to each demographic
variable was evaluated. Independent sample t-test was performed to compare means of
the dependent variable with dichotomous/nominal level independent variables. A two
tailed test of significance (p) was set at .05 with the following degree of freedom (df) (N2=71-2) 69. This generated t-values to compare means for significance. A Bonferroni
correction was applied during analysis in an effort to control type I error that can occur in
multiple tests with same data set. One way Analysis of Variance (ANOVA) was
performed for all ordinal/ratio level variables to compare means and this test produced Fratios. Variation in means between groups is contrasted with variation in means within
group to get the F-ratios. Data analysis indicated that quality of life was not significantly
related to caregiver role, t(69)=.01, p=.99, relationship to child, t(69)=.84, p=.40,
education, F(4, 66)=1.76, p=.15, employment status t(69)=.06, p=.95, spousal
employment status, F(2, 66)=.15, p=.86, annual income, F(5, 65)=.03, p=1.00, having
other children, t(69)=.97, p=.34, number of siblings, F(3, 66)=.77, p=.52, or child gender,
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t(69)=.12, p=.92. Table 4.10 presents bivariate analysis between demographic
characteristics of study participants and quality of life.
However, data did indicate that quality of life was significantly related to marital
status, t(69)=2.15, p=.035. Specifically, those married, n=62; M=65.69, SD=17.11,
evidenced a significantly higher mean quality of life score relative to those unmarried,
n=9, M=52.89, SD=13.38. Furthermore, data did indicate a significant association
between quality of life scores and ethnicity, t(69)=2.69, p<.01. Specifically, those of a
White ethnicity, n=63; M=65.94, SD=15.35, evidenced a significantly higher mean
quality of life score relative to those with other ethnic identities, n=8, M=49.38,
SD=24.01, t(69)=2.69, p<.01.
Table 4.10
Bivariate Analysis Between Demographic Characteristics of Study Participants and
Quality of Life (N=71)
Variable

n

Mean (SD)

65

64.06 (17.75)

t/F(df)

p

Role
Primary Caregiver

Not primary/active caregiver 6

.01 (69)

.99

.84 (69)

.40

2.15 (69)

.035*

64.17 (9.06)

Support the primary
Relationship
Mother

61

63.38 (17.07)

Other

10

68.30 (17.96)

62

65.69 (17.11)

9

52.89 (13.38)

Marital Status
Married
Other
Education
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High School

5

55.20 (19.33)

19

58.16 (22.20)

6

72.33 (13.44)

Bachelors

24

64.67 (15.63)

Graduate school

17

69.53 (10.37)

Employed outside home

37

64.19 (19.46)

Not working outside home

34

63.94 (14.52)

56

63.82 (16.54)

Unemployed

9

65.00 (18.88)

Self employed

4

68.50 (22.13)

12

64.33 (14.41)

80,000-99,999

8

63.13 (21.64)

60,000-79,999

14

65.21 (20.35)

40,000-59,999

17

64.24 (15.13)

20,000-39,000

16

63.75 (17.92)

<20,000

4

61.75 (19.26)

Yes

41

65.76 (14.70)

No

30

61.77 (20.06)

0

30

61.77 (20.06)

1

25

65.24 (13.82)

2

10

63.10 (13.52)

5

74.00 (22.34)

63

65.94 (15.35)

8

49.38 (24.01)

College
Associate degree

1.76 (4, 66)

.15

.06 (69)

.95

.15 (2, 66)

.86

.03 (5, 65)

1.00

.97 (69)

.34

.77 (3, 66)

.52

Employment

Spousal employment
Employed

Annual income
>100,000

Other Children

Siblings

3-5
Ethnicity
White (1case is unknown)
Other

80

2.69 (69)

.009*

Child Gender
Boy

37

64.30 (18.55)

Girl

34

63.82 (15.77)

0-12 months

19

65.00 (14.93)

>12-24

31

64.10 (18.90)

>24-36

21

63.19 (17.08)

.12 (69)

.92

.05 (2, 68)

.95

Child Age Categories

Note: Independent sample t-tests were performed for all dichotomous/nominal variables
and one way ANOVAs were performed for all ordinal/ratio level variables to compare
means. Two-tailed t-tests with an alpha of .05, degree of freedom (df) of 69 (df=N-2=712=69) were used to determine significance. * = <.05 level of significance
______________________________________________________________________
Bivariate analysis of QOL and medical characteristics of the children in relation
to the tracheostomy using independent sample t-tests and ANOVA indicated that quality
of life was not significantly associated with home nursing (hours), F(3, 45)=1.54, p=.22,
caregiver preparation prior to their child's discharge from the hospital, F(3, 67)=.18,
p=.91, self-report of the level of confidence in caring for their child with a tracheostomy
prior to discharge F(3, 66)=2.20, p=.10, daily time commitment of caregivers, F(2,
63)=1.82, p=.17, ventilation status of the child, F(3, 64)=2.04, p=.12, smoking by a
household member, t(69)=-.57, p=.57, attendance in a daycare, t(69)=.57, p=.57, feeding
method, F(2, 65)=3.03, p=.06, speech F(4, 51)=.75, p=.56, insurance type, F(3, 66)=1.55,
p=.21, infection status, F(4, 41)=1.97, p=.12, hospitalization status, F(4, 60)=.63, p=.65,
and comorbidities, F(5, 58)=.67, p=.65. Table 4.11 presents a bivariate analysis between
medical characteristics of study participants and quality of life.
Nonetheless, bivariate analysis did indicate that quality of life scores were
significantly associated with assistance from family and/or friend(s), t(69)=2.02, p<.05.
Specifically, those who reported help from family and/or friends, n=28, M=69.07,
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SD=11.93, reported a significantly higher quality of life relative to those that did not
report having help, n=45, M=60.81, SD=19.27. Additionally, quality of life scores were
significantly related to caregiver smoking, t(69)=2.03, p<.05. Specifically, caregivers that
reported smoking, n=7, M=51.14, SD=12.60, evidenced a significantly lower quality of
life score relative to those that reported not smoking, n=64, M=65.48, SD=17.06. Though
these numbers were small, there was a statistically significant difference in QOL of
caregivers. Table 4.12 displays these results.
Table 4.11
Bivariate Analysis Between Medical Characteristics of Study Participants and Quality of
Life (N=71)
Variable

n

Mean (SD)

11

58.91 (15.03)

20-55

7

66.00 (15.64)

56-99

17

68.94 (12.26)

100-168

14

56.21 (25.29)

t/F(df)

p

Home nursing (hours)
0

1.54 (3, 45)

.22

How well were you prepared prior to your
child's discharge from the hospital?
Not at all prepared

3

63.00 (3.46)

Very slightly prepared

4

60.25 (23.43)

Somewhat prepared

25

65.92 (15.11)

Well prepared

39

63.36 (18.69)

.18 (3, 67)

.91

2.20 (3, 66)

.10

How confident did you feel to care for your child with
tracheostomy when you took your child home?
Not at all confident

3

74.67 (8.51)

Confused

11

53.73 (16.95)

Somewhat confident

27

67.59 (16.44)
82

Very confident

29

63.28 (17.51)

How much time do you spend in a day to care for this child?
0-<6 hours

10

54.00 (25.79)

6-12 hours

7

60.57 (16.47)

49

64.92 (14.56)

24 hours/day

16

55.75 (23.43)

12 hours/day

10

67.30 (19.43)

3

66.33 (12.06)

39

67.64 (12.36)

Solids

14

73.29 (14.01)

Liquids

38

63.34 (15.66)

Tube Feedings

16

59.19 (18.90)

30

65.20 (19.57)

ASL (American Sign Language)

2

71.0 (11.31)

Talks around Trach

4

58.75 (16.30)

15

56.43 (17.11)

Private

11

55.82 (21.92)

Medicaid

21

68.62 (17.13)

Private & Medicaid

32

65.16 (16.17)

Other country/none

6

59.50 (7.94)

Currently has infection

7

52.57 (11.46)

Infection in the past week

2

59.50 (36.06)

Infection in the past month

15

62.67 (20.00)

No Infection

20

69.35 (11.63)

2

53.50 (19.09)

>12-24 hours

1.82 (2, 63)

.17

2.04 (3, 64)

.12

3.03 (2, 65)

.06

.75 (4, 51)

.56

1.55 (3, 66)

.21

1.97 (4, 41)

.12

.63 (4, 60)

.65

Ventilation status

CPAP
None/collar/HME
Feeding patterns

Speech
Speaking Valve

None
Insurance

Infections

Hospitalizations
Currently hospitalized

83

In hosp past week

2

66.50 (2.12)

Past month

17

65.24 (13.44)

Past year

38

61.18 (19.74)

6

70.67 (11.50)

Cardiac problems

13

66.46 (14.03)

GI Problems

36

64.19 (13.87)

Neurologic problems

5

61.00 (19.95)

Speech problems

5

57.00 (23.40)

Other

1

81.00 (0.00)

Yes

28

69.07 (11.93)

No

45

60.81 (19.27)

Yes

7

51.14 (12.60)

No

64

65.48 (17.06)

Yes

11

61.36 (15.72)

No

60

64.57 (17.48)

Yes

12

66.67 (14.05)

No

59

63.54 (17.78)

None
Comorbid conditions

.67 (5, 58)

.65

2.02 (69)

.05*

2.03 (69)

.05*

-.57 (69)

.57

.57 (69)

.57

Family & Friend Assistance

Smoking

Smoking by Household member

Daycare

_______________________________________________________________________
Note: Independent sample t-tests were performed for all dichotomous/nominal variables
and one way ANOVAs were performed for all ordinal/ratio level variables to compare
means. *=<.05 level of significance.
_______________________________________________________________________
Analyses were conducted to answer the second research question: What is the
relationship between the duration of a tracheostomy and the QOL of parental caregivers?
The mean duration of tracheostomy was 18.22 months (N=71; SD=9.59; range=1-35). On
analysis of the final sample the mean QOL score was 64.07 (SD=17.15; range for the
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sample 0-93 and possible range 0-110) which indicates moderate distress. A box plot
indicating the relationship of duration of tracheostomy and final PGWBI scores is given
in Figure 4.3. This graph illustrates that the QOL of parents whose tracheostomy
exceeded 18 months did not have any significant variation in scores from the mean
scores.

Figure 4.3 Box plot illustrating the relationship between duration of tracheostomy
(trachdur) and Scores of Psychological General Wellbeing index (PGWBI. There was no
significant positive or negative relationship between the PGWBI Scores and duration of
the tracheostomy (p>.05). The mean PGWBI Scores were 64.07 (17.15); Sample range
0.00-93.00; Possible range 0.00-110.00
_______________________________________________________________________
Analyses to describe the intercorrelations between quality of life, independent
variables (stress, coping, and duration of tracheostomy), and continuous demographic and
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medical study variables were performed to answer the third research question: What are
the relationships between and among caregiver stress, coping, duration of a tracheostomy,
and QOL of the parental caregivers. Correlation analysis indicated that quality of life was
not significantly associated with caregiver age, r(69)=.05, (p>.05) child age, r(69)=-.07,
(p>.05), age at the time of tracheostomy (ageproced), r(69)=-.06, (p>.05), or duration of
tracheotomy, r(69)=-.03, (p>.05),. However, bivariate analysis did indicate that there was
a significant positive relationship between quality of life and caregiver coping, r(69)=.57,
p<.01, and a significant negative relationship between quality of life and stress, r(69)=.46, p<.01. Table 4.12 illustrates the intercorrelations between and among these variables.
Table 4.12
Intercorrelations Between Quality of Life, Continuous Demographic Variables and
Independent Variables (N=71)
Variable

1

2

3

4

5

1. Quality of Life

--

.05

-.07

-.06

-.03

--

.23

.25*

.19

2. Age (caregiver)
3. Child Age

--

4. Age at procedure

6. Coping

.57** -.46**
.01

.32** .95** -.13

.14

.14

-.04

.00

--

-.08

.11

--

7. Stress

7

.02

--

5. Duration of tracheostomy

6

-.33**
--

Note: *= p<.05, **=p < .01.The numbers on the horizontal axis reflect the variables in the
vertical axis which are numbered. Intercorrelations between each variable are displayed
across and below each number that represents the variable. 1.=Quality of life; 2.=Age of
the caregiver; 3.=Child‟s age; 4.=Age at procedure; 5.=Duration of tracheostomy; 6=
coping; and, 7.=Stress
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A multiple regression model explaining scores reflecting quality of life is
presented in Table 4.13. Data indicated that the overall model was statistically
significant, F = 8.58, df=70, p < .001. The model explained close to the variance in the
dependent variable (R² = .45; Adj. R²= .39). In terms of individual predictors, quality of
life was not significantly associated with marital status, B=.60, β=.01, p=.91, ethnicity,
B=4.97, β=.09, p=.90, friend help, B=-.58, β=-.02, p=.87, and smoking, B=-9.91, β=-.17,
p =.08. However, multivariate analysis showed that higher quality of life scores were
significantly associated with lower levels of stress, B=-.63, β=-.29, p <.01. Furthermore,
higher quality of life scores were significantly associated with higher levels of coping,
B=19.91, β=.43, p <.001. Therefore, higher coping scores may be predictive of higher
QOL scores in parents who care for children aged one to 36 months with a tracheostomy
at home.
Table 4.13
Multiple Regression Model Explaining Scores Reflecting Quality of Life (N=71)
Variable

B

SE B

β

p

Marital Status (1=Married, 0=Unmarried)

.60

5.24

.01

.91

Ethnicity (1=White, 0=Other)

4.97

5.51

.09

.90

Friend Help (1=Yes, 0=No)

-.58

3.62

-.02

.87

Smoking (1=Yes, 0=No)

-9.91

5.61

-.17

.08

Stress

-.63

.23

-.29

*.008

Coping

19.91

5.03

.43

*.000

Note. Model. R² = .45, Adj. R²= .39, df = 70, F = 8.58, * = p < .001.
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Higher quality of life scores were significantly associated with lower levels of stress, B=.63, β=-.29, p <.01 and higher quality of life scores were significantly associated with
higher levels of coping, B=19.91, β=.43, p <.001.
_______________________________________________________________________

4.4 Results and Discussion
This study was conducted in an attempt to answer three research questions. The
results of the descriptive data and the results of the data analysis in regard to the
relationships between and among the variables including stress, coping, duration of
tracheostomy, and QOL will be discussed in this section. The findings will also be
appraised according to the Double ABCX model of stress and adaptation that guided this
study. First, the demographic variables will be discussed.
The majority of the caregivers who completed the survey were mothers (N=66).
Women are more relational people who may participate in support groups more
frequently than males (Aries, 1996; Covington, 2007). Using an online survey was an
avenue for them to express themselves. This was also noted by the number of dialogues
that were regularly posted by mothers on the website message board. Fathers who care
for children with similar needs may not belong to any support groups. This may be a
potential reason for poor participation from male caregivers. Consequently, this study
reflects mainly the QOL of female caregivers. This finding is in agreement with National
Family Caregiver Alliance (Family caregiver Alliance factsheet, n.d.) facts on caregivers
that the majority of caregivers are women. Spousal employment in the study was 88%
and includes two spouses of fathers in the study. Thus, which means men work outside
the home and therefore may find less time to participate in any care related activities
including completion of a survey. Nevertheless, it is interesting to note that half of the
participants (n=4) who completed the paper-pencil survey were fathers in addition to an
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adopted mother and one mother. Travelling to an airway management clinic with a child
with tracheostomy requires a coordinated effort from all the family members and the
father also participated in this process. Does it mean, a hard copy survey will receive
more participation from fathers or are men more inclined to complete the survey after
obtaining it from the clinic?
Higher participation by women in this study is comparable to other similar
studies involving caregivers of children who require long term care at home. Hartnick et
al., (2003) included mothers (n=136) as well as other family members, and Hopkins et
al., (2009) did not provide a gender specific description of their participants. Research on
QOL of parental caregivers of children with tracheostomy is scant in the literature. Study
on quality of life of both the patient and their caregivers in the United Kingdom identified
many factors that impacted QOL of caregivers (Hopkins et al., 2009). This cross sectional
study involved caregivers of children with tracheostomy and included children who were
successfully decannulated (27%) as well (N=27). The mean age of the child was 5 years
and the tracheostomy had been in situ for one to two years. Hopkins et al., used the
Pediatric Health Status Instrument (PTHSI) developed by Hartnick et al (2003) in their
study on caregiver burden (N=154; Age at tracheostomy <2years; duration of
tracheostomy < 2 years). These samples did not match the study population (N=71; Mean
age of parental caregiver 33.11; Mean age of child 21.62). Lack of studies in comparable
populations makes comparisons in outcomes challenging. In addition, these studies
investigated the caregiver burden and the development and validation of a tool to
measure QOL.
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In this study sample, marital status (n=62) is found to have an impact on the
parental caregivers' QOL (t(69) 2.05, p=.035). The Mean QOL scores for married women
were 65.69 (SD=17.11) while those of the unmarried caregivers (n=9) were 52.89
(SD=13.38). Furthermore, the mean QOL scores were higher in white ethnic caregivers
(n=63), t(69) 2.69, p=.009, with a mean score of 65.94 (SD=15.355) compared to
caregivers of other ethnicity (n=8), with a mean score of 49.38 (SD=24.01). Impact of
culture on QOL/well being was explored by Grossi et al. (2010) using the tool PGWBI
(n=1500) in an adult Italian population and a positive influence of culture on their
wellbeing was found. Even though culture cannot be equated with ethnicity, the
relationship between these two concepts cannot be ignored. A small percentage of the
participants (n=8; 11%) in this study were from outside the U.S.
Those caregivers who have help from family and friends (n=28), t(69) 2.02,
p=.05, had higher QOL scores (Means =69.07; SD=11.93) compared to the scores of
those who did not receive any help from family or friends (Mean=60.81; SD=19.27). The
fact that the majority of the participants were from a support group website make these
scores even more significant. Though these parents receive counseling and support
through the website, actual physical presence and help still has a major role to decrease
the burden of care and improve QOL. In addition, parental caregivers who smoked (n=7,
t(69) 2.03, p=.05) displayed significantly lower QOL scores (Mean 51.14, SD=12.60)
than the parents who did not smoke (Mean=65.48, SD=17.06). Hopkins et al and
Hartnick et al., did not explore the smoking habits in the caregivers in their studies.
However, smoking has been linked with QOL in several studies (Lind, 1996; Taira et al.,
2000; Sarna, et al., 2008). Lind found 57% reduction in personal income, 8.6 years loss
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of life expectancy, and a 4% drop in the Life Quality Index in data in Dutch population.
Taira et al., found a decreased QOL in patients who smoked (N=1432) and underwent
percutaneous coronary revascularization procedure (P<0.02). Sarna et al., in the Nurses‟
Health Study (NHS) cohorts (n = 158,736) found lower health related QOL in those who
smoke and did not find any improvement in their QOL after quitting smoking.
About 50% of the participants reported an annual income below $60,000.
Financial burden was reported as a factor impacting QOL of caregivers by Hopkins et al
(2009). In their study in England with a National Health Service model, the parents
reported annual income of less than £15,000 (equivalent to less than $30,000) which is
lower than the mean gross income in the poorer communities of England. They reported
lack of time to join the workforce resulted in lower income and low income lead to poor
affordability of respite care for their children. In the present study, 48% of the primary
caregivers are not employed outside the home while 59% reported higher education at a.
Baccalaureate degree and higher. Frustration can ensue when an individual feels that
they are not using their education for the common good and that they waste their
education in their „physical‟ and „emotional‟ prison. In this study, a small group of
caregivers who use day care (n=12) reported higher QOL scores (Mean=66.67,
SD=14.05; t(69).57, p=.57) than those who did not use day care (n=59, Mean=63.54,
SD=17.78) for their children with a tracheostomy. However, day care can be expensive
and is not an option for many who cannot afford the higher financial burden.
Q1. What is the QOL of parental caregivers of children with a tracheostomy
aged one month to 36 months as measured by the Psychological General Well-Being
Index (PGWBI)?
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The Mean QOL score for parental caregivers was found to be 64.07 (N=71,
SD=17.15, Range=0-93, Range=0-110). The mean age of the parental caregivers was
33.11 (SD=6.51, Range=20-56). PGWBI Scores of 73-110 is described as positive
wellbeing, 61-71 as in moderate distress and a score of 0-60 is described as severe
distress by MAPI Research institute who developed the tool PGWBI (Chassany,
Dimenas, Dubois, & Wu, 2004). Studies using PGWBI for different healthy age groups
indicated that the average score for 30-34 year old is 80.2 (SD=16.4) and the Mean
Global score for a group of healthy student population was 74.8 (SD=16.13) (Grossi
et.al., 2006). Compared to those studies the scores of these parents on QOL are lower
indicating that the QOL of parents who care for their children aged one to 36 months with
a tracheostomy at home is lower than an average healthy person. According to the
classification of Dupuy (1971), a score of 64 indicates that the parents are in moderate
distress (61-71). The majority of the study participants were women, mostly mothers.
With multiple roles to fulfill, these women may have found the newly found role
burdensome. Hartnick et al (2003) found that caregiver burden correlated with the cost
associated with the care (r=0.41, p=.008), which in turn correlated with the severity of
illness (r=0.45, p=.003). In addition, those researchers found that the emotional wellbeing
of the caregivers was associated with the burden and did not find any association with
physical wellbeing of the caregivers. Hopkins et al (2009) reported similar findings on
financial burden and relational problems in marriage. These reports concur with reported
financial burden in families who care for children with special health care need (Center
for Child and Adolescent Health (2009). In this study about one fourth (27%) of the participants
reported an annual income of less than $40,000.
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Grossi et al., (2006) further described the QOL scores (PGWBI) of other age
groups. QOL scores of 21-24 year group is 81.9, 25-29 year age group is 80.3, 35-39 year
age group is 76.4, 40-44 year age group is 78.7, 45-49 year age group is 81.1, 50-54 age
group is 74.1 and 55-64 years age group is 75.6. The age of the caregivers in this study
population ranges from 20-56 years and the mean scores are well below the mean scores
in any of the age groups of the normative population. The quality of life of these parents
must be improved to enhance the QOL of the children. Similarly a British study of
caregivers of children with tracheostomy reported adverse effects on all aspects of their
quality of life, including sleep, relationships, social life, and ability to work (Hopkins et
al., 2009) (n=26, Mean age of the child=5years). Hopkins et al., also showed that the
QOL of the caregivers was associated with the QOL of their child with a tracheostomy
(X2=33, p=0.007). Eleven percent of the caregivers were male in the Hopkins' et al study
compared to 5.2% of the family caregiver participants in this study.
Support groups have been known to enhance the QOL of caregivers or patients
(Shin & Crittendon, 2003; Wong, & Heriot, 2007; van den Tweel et al., 2008). In this
study, the QOL of the caregivers were significantly higher (M=69.07, SD=11.93) in
caregivers (n=28) who receive help from family and friends, t(69)2.02, p=.05, when
compared to those who did not have any help from family or friends (n=45, M=60.81,
SD=19.27). The majority of the participants (n=96) were from the support group
www.trachrosotmy.com where the caregivers of children with a tracheostomy discuss
matters of care and concerns regularly. The frequent participation, guidance, and support
that these women receive 24/7 as needed may have skewed the results of the QOL scores.
However, even with the support they receive the mean scores are in the range indicating
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moderate distress (Grossi et al., 2006). It is appropriate to assume that there are many
family caregivers who do not have the time to access the support group site or are
unaware of the Web site. Therefore the results of this study do not reflect the QOL scores
of those families. It is possible that if captured, their scores may reflect severe distress.
Therefore, community based support groups or respite care centers may help family
caregivers who struggle to survive each day while attempting to fulfill the demands of
daily life. In addition it could also be argued that the findings of this study are
representative of the participants of a support group, though not exclusive, and cannot be
generalized to family caregivers who do not belong to a support group.
Research Question 2: What is the relationship between the duration of a
tracheostomy and the QOL of parental caregivers?
Responses from the demographic inventory included information on the duration
of tracheostomy. Seventy two (72) participants provided the data by manual entry. The
mean duration of tracheostomy was 18.22 months (SD=9.59) and correlational analysis
indicated that the duration of tracheostomy was not significantly correlated with QOL
scores r(69)=-.03. The impact of duration of illness on parental caregiver QOL was
investigated by previous researchers in the context of children with other chronic
illnesses (Awadella, 2006; Sullivan et al., 2004). Sullivan et al., reported lower baseline
QOL scores for British parents prior to G-tube placement in their children. On a follow
up survey at different time points, these families displayed higher QOL scores at 12
months post- G-Tube placement as indicated by increased mental health scores (9.88 at
6months post op to 17.72 at 12 months, p=0.015). A similar pattern is reported by parents
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of children with Diabetes (Awadella, et al., 2006). This may be due to the disease related
education and training received by parents and the comfort level gained over time.
Boling (2005) did not find any significant relationship between the disease
severity and the QOL of parents of chronically ill children (F= 1.525, p=0.216). The
mean duration of tracheostomy in the children in this dissertation study was 18.22 months
and the parents cared for the children at home for a mean duration of more than 12
months. The parents might have developed a level of competence in performing the care
activities and might have developed/accepted a new normal for their families which
positively influenced their QOL. This is in agreement with the Double ABCX Model
where the piled up stress is managed by new resources (training, proficiency in caring)
and the families adapt to the new situation. The relationships between variables described
in this model is evident in this study confirming that Double ABCX model can be used to
predict outcomes.
Research Question 3: What are the relationships between and among caregiver
stress, coping, duration of a tracheostomy, and QOL of the parental caregivers?
Correlational statistics revealed that many factors impact the QOL. Mean stress
scores as measured by the FILE were directly and significantly correlated with QOL (r=.46, p=<.01), in presence of coping (r=-.33, p=<.01), whereas coping in the absence of
stress displayed a stronger relationship with QOL (r=.57, p<.01). Though the child‟s age
and duration of tracheostomy indicated a significant relationship with QOL scores in the
bivariate analysis, correlational analysis demonstrated that the child's age and duration of
tracheostomy did not significantly impact QOL. These results concur with the findings of
Awadella et al., (2006) and Sullivan et al., (2004) that duration of illness does not have a
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significant negative impact on QOL of parents. In Multiple regression analyses, stress
(p=.008) and coping (p=.000) significantly loaded onto the QOL scores. As stress level
scores increased the QOL scores decreased. An increase in coping scores was found to
increase QOL scores. This simply means that stress and coping is predictive of the
parental caregiver's QOL and coping is more significantly related to QOL than is stress.
These findings represent the predictive model outlined in theoretical framework of this
study. In Double ABCX Model, piled up stress in presence of coping can result in
adaptation or maladaptation and coping plays a major role on adaptation indicating the
level of their QOL. The relationships among the variables were examined. It was found
that the duration of tracheostomy had no influence on coping, stress, or QOL while
coping and stress did influence each other as well as QOL.
In a descriptive cross sectional study that examined the effect of family resources
and coping behaviors on the well-being of African American (AA) and Caucasian parents
(N=71, AA=33,Caucasian=38) caring for school-age children with asthma, coping
behaviors were found to have a significant relationship with the wellbeing of their
Caucasian parents (Lee, Jackson, Parker, DuBose, & Botchway, 2009). Lee et al., used
the resiliency model of family stress and adjustment as a framework for this study.
Family resources, household income and educational level were positively related to
parental well-being in both the groups in this study. In a similar study, Tsai and Wang
(2009) found mothers‟ health status, social support, amount of time spent on caregiving,
and the level dependency of their intellectually disabled children were major predictors of
caregiver‟s strain (N=127, Mean age=38.1, Variance=38.4% of the total). The researchers
of this Taiwanese study concluded that the caregiver strain is a direct reflection of the
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parental QOL. The findings from this current study are in agreement with Staab's et al.,
(1998) findings where they found that the most important factor in explaining variance of
Health related quality of life (HRQOL) in parents (N=125) of children with Cystic
Fibrosis was the coping style, whereas disease severity of the child and subjective health
perception did not show any influence.

4.5 Conclusion
Analysis of data on Quality of life of parental caregivers in relation to variables
such as stress, coping, and duration of tracheostomy was performed to identify factors
that impact QOL. In addition demographic and medical characteristics also were
analyzed to identify any relationships. Stress and coping impact QOL. Presence of coping
can improve QOL of parental caregivers. This relationship is illustrated in Figure 4.1

97

Caregiver
Age

Coping
.05*

Child age

-.33**
-.06*

Age @
procedure

=.57**

-.03*

Caregiver
QOL
R2=.45

Caregiver
Stress

-.46**

=-.03*
Duration of
Tracheostomy

_____________________________________________________________
Note: *P=<.05, **p<.01
Figure 4.4 Study model indicating the relationships between and among stress, coping,
duration of tracheostomy and Quality of life of parental caregivers of children with a
tracheostomy (N=71).
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4.6 Summary
The study on QOL of parental caregivers of children with a tracheostomy
examined the QOL in relation to stress, coping, and duration of tracheostomy. In addition
to this, role of socio-demographic variables on the QOL also were explored. Results
confirmed that parents have a low QOL scores indicating moderate distress (Dupuy,
1971). This study also found that increased stress resulted in decreased QOL while
coping can improve the QOL. Stress in presence of coping increase QOL while in the
absence of coping decreases QOL. Analysis of data from 71 participants revealed that
duration of tracheostomy was not a significant factor in determining the QOL of parental
caregivers who care for their child with tracheostomy at home. The findings also
illustrate the predictive power of the Double ABCX Model which was used as a
theoretical framework for this study.
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CHAPTER 5
LIMITATIONS AND RECOMMENDATIONS
5.1 Introduction
Research studies that explored the quality of life (QOL) of parents of children
with a tracheostomy are scant in the literature. This study examined the QOL of parents
(N=71) who care for a child aged one to 36 months with a tracheostomy in relation to
their stress, coping, and duration of tracheostomy. This chapter includes a summary of
study findings, limitations of the study, recommendations, and implications for nursing
practice, education, and research.

5.2 Summary
This study examined the quality of life of parents of children aged one to 36
months with a tracheostomy who are cared for at home. Participants of this study
included 71 parental caregivers (mothers, fathers, step parents) who assume the role of a
caregiver for the child with tracheostomy at home (100 people initiated participation: 96
Online and 4 hard copies). The purpose of the study was to examine (a) the QOL of
parental caregivers of children with a tracheostomy aged one month to 36 months; (b)
examine the relationship between the duration of tracheostomy and QOL; and, (c)
examine the relationship between and among the caregiver stress, coping, duration of
tracheostomy and QOL. The theoretical framework used for this study was the Double
ABCX model of family stress and adaptation developed by McCubbin and Patterson
(1984).
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A cross sectional correlational descriptive design was used to conduct the study.
QOL was measured by PGWBI, a 22 item Likert-type scale (Score range 0-110), stress
was measured by FILE, a 71 item dichotomous scale (Score range 0-71) and coping was
measured by FCOPES, a 30-item Likert type scale (Score range 30-150). After obtaining
approval from the (Institutional Review Boards (IRB) from the Duquesne University and
Nemours/A. I. duPont Hospital for children, two methods were used to recruit parental
caregivers to the study. Parents (N=96) who are members of a support networking site
www.tacheosotmy.com were recruited through posting an appeal for voluntary
participation on their website along with the survey link and a cover letter. This was
initiated after obtaining the permission/approval from the website administrator. In
addition, parents were recruited (n=4) by posting informational flyers for volunteer
participation at the pulmonology clinic of Nemours/ A. I. duPont Hospital for children in
consultation with the pulmonology team.
The data from the online survey and hard copy survey were entered into an
EXCEL spreadsheet and then uploaded to SPSS 20.0 to analyze the data and thus, answer
the three research questions. Data from all the participants were included in analyzing the
socio-demographic factors. Eight five 85% of the participants were mothers, and 87%
were married, 36% had undergraduate education, 51% of primary caregivers were
employed outside the home. Eighty nine percent (89%) of participants were Caucasians,
23% of participants had an annual income of $ 40,000-$ 59,999, and about 60% had other
children to care for. Eleven percent (11%, n=8) of the participants was from outside the
US, 52% of the children were boys. Fifty six percent (56%) of the caregivers felt well
prepared to care for the child with tracheostomy and 43% felt very confident to care for
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the child. Seventy five percent (75%) of the participants spent >12 hours a day to care for
their child. Seventy one (n=71) participants completed all four instruments and they were
included in the final analysis.
It was found that QOL scores of parents as reflected by PGWBI scores were
lower than that of healthy population (Mean score=64.07, SD=17.15, Range=0-110).
Mean duration of tracheostomy in the child was 18.22 months (SD=9.54), and this did
not have any significant impact on the QOL scores of the parental caregivers. Results
demonstrated that stress and coping remain the significant predictors of caregiver QOL.
This study demonstrated adequate levels of internal consistency for the coping
(Cronbach‟s alpha=.73), stress (Cronbach‟s alpha=.85), and quality of life (Cronbach‟s
alpha=.94) measures. Multivariate analysis indicated that higher QOL scores were
significantly associated with lower levels of stress scores, B=-.63, β=-.29, p <.01 while
higher QOL scores were significantly associated with higher levels of coping scores,
B=19.91, β=.43, p <.001. This study provided evidence that QOL of parental caregivers
of children aged one to 36 months with tracheostomy is impacted significantly by the
level of stress and coping measures. The results also verify the relationships between and
among the variables as describes by the Double ABCX model.

5.3 Limitations of the Study
Several limitations were identified during the conduct of the study. It is essential
to review these limitations for better planning of future studies. Correlational studies are
innately weaker than experimental studies in explaining a cause and effect relationship
(Polit & Beck, 2008). In fact, correlational studies do not show cause and effect but rather
relationships, if any, between two or more variables. Therefore, a specific cause and
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effect relationship cannot be established in this study nor can predictions be made
accurately based on this single study. In addition, cross sectional studies measure the
independent and dependent variables only once thereby creating a potential risk for cross
validation of predictive power. Sample selection bias is another limitation for an online
study as one chooses a cohort of people who constitutes a cluster or members of a group.
The sample used in this study may not be a representative sample of all parents who care
for children aged one to 36 months with a tracheostomy who are cared for at home. The
sample size was small (N=71; although 100 people attempted the survey) and majority of
them were online participants. The availability of the survey on one support group
website limits access to the study only to those who are members of that site. This
selection bias can impact the results because the possible preexisting personality
differences are ignored (Polit & Beck, 2008). However it is important to remember that
daily life, socio-demographic factors, and human behavior is not amenable to
experimentation and as the relationship between variables are based on the theory of
Double ABCX Model, the relationship is deduced rather than observed. Therefore it can
be established that a correlational study is the best fit for practical problems.
Though the web link and hard copy surveys were made available in the
pulmonology clinic it is impossible to decipher if they are members of the support group
and might have completed the survey online. The limited number of hard copy
participants (n=4) may indicate sampling bias and therefore may have negatively
impacted the overall representation of the sample. However, it can be agreed that the
parents of young children (up to three years) may be the younger generation of parents
who are proficient in the use of computers and regardless of the socio economic context
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they might have access to computers and have completed the online survey. In addition,
hospitals and public libraries provide free public access to internet and computers thereby
facilitating more participation in online method of survey completion.
Limiting the age of the children with tracheostomy might have impacted the
eligibility of parents to participate. Some of the children in that age group might have
been decannulated thereby lessening the number of eligible parents. It is known that the
mean age of decannulation of infants is 22.9 months (N=177, Gray, Todd, & Jacobs,
1998 ; N=22; range 2 to 51, Zawadzka-Głos, Zając, Gabryszewska, & Chmielik, 2003).
Time constraints may have also affected parental participation. Children in this age
category have very high developmental needs requiring more attention and time from the
parental caregivers. This escalates when the children need tracheostomy related care, or
need extra support to meet their child's speech and nutritional needs. Issues such as these
are routinely faced by parents of a child with a tracheostomy and may have limited the
parents from participating in this study. In addition, some may have further realized the
time commitment that was needed after viewing the questionnaires online or in hard copy
and thus they decided to not complete the surveys or participate in the study.
Cultural differences might have contributed to different perceptions of the
participants and could have been reflected in response to the survey. The website
www.tracheostomy.com has an international membership and 11% of the participants in
the study were from outside the United States (U.S.). Structure and constitution of
families in other countries may be different and some families may comprise of
multigenerational members. Thus, cultural differences may have had an impact on the
results of this survey as well. In addition, the majority of the participants were women
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and thus, the results are limited to women caregivers rather than to male caregivers.
Therefore, the results of this study reflect primarily the perceptions of women caregivers.
The online survey required access to computers and a time commitment of about
30-35 minutes. Some of the parents began the survey, however did not follow through to
complete it. This might have been due to factors such as length of the survey, multiple
lengthy tools, or lack of time. Even though they could stop and come back to complete
the survey the inertia induced by caring for chronically ill technology dependent children
along with other usual family functioning roles related activities might have thwarted the
completion of the survey. This finding concurs with the arguments of Polit and Beck
(2008) that lengthy tools are less efficient than shorter self-report surveys. In this study, it
took approximately 30-35 minutes to complete the survey. Lack of time or an unexpected
emergent need might have forced the parents to abandon the survey before completion. It
is not known how many family caregivers may have accessed the online survey or began
to complete hard copies of the survey before realizing that they did not have time to
complete it.
Human behaviors are interrelated in complex manner. Therefore, one explanation
for QOL of parental caregivers may not be sufficient to describe the differences in QOL
scores. Alternative explanations may exist for lower QOL scores such as personality trait
of the caregiver, physical health, emotional health, social situation, marital relationships
or specific coping strategies. This study did not explore the health status of the other
parent or siblings of the child with a tracheostomy. Presence of another sick family
member during the time of the survey may have also negatively influenced the QOL
scores of the caregivers. Data on other possible factors related to health and illness of the
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caregiver were not gathered in this study. This also limits the generalizability of the
results of the study.

5.4 Recommendations
It would be beneficial to find ways to increase participation and decrease attrition
in completion of the survey in this population. Increasing participation in hardcopy
survey may capture the responses from participants from differing socioeconomic
contexts and educational preparations thereby reducing sampling bias. Such a sample will
be more representative of the general population and will justify and facilitate
generalization of the findings. It addition, it will be important to increase male
participation so that their QOL and the factors that influence their QOL may be further
explored. To increase participation via hard copy survey a multicenter, multi-clinic
recruitment strategy may be potentially beneficial.
Expanding the age group of children with tracheostomy may increase the number
of potential parents to participate; however that will not reflect the variables in terms of
the specific age group of the children with tracheostomy determined in this study.
Offering incentives may increase participation as well. However, this can potentially
jeopardize the anonymity or involvement of a third party company such as Survey
Monkey. In addition this can incur additional unanticipated financial burden for the
researcher if the study is not funded. Collaborative studies that include research team
members from the clinics may enhance participation, although one has to be mindful of
possible risk of coercion. In this study, a donation to the www.tracheostomy.com web
site in the amount of $200 was given for facilitating the continued support to the parents.
Although this was a direct incentive for the website administrator, the participants were
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unaware of this financial support. Therefore this has not impacted the participation by the
members of the support group.
Survey Monkey offers targeted population enhanced surveys which can
potentially increase participation, but that can increase the cost of service. With the
change in the job market and increased potential for women in the job market, men
assume caregiving roles at home for their children (Shaver, 2007). The demographics of
the participants in this study do not reflect this change in trend as evidenced by the few
males that participated in the study (n=4). Exploration of other unique support groups for
men may enhance participation of men who care for their children with a tracheostomy at
home. It is interesting to note that of the four hard copy survey participants, two were
fathers and one was an adopted mother who completed the survey in addition to one
mother. Thus, it may be that fathers of a child with a tracheostomy may be better
approached through face to face settings for survey completion to enhance participation.
Shorter tools and limiting the number of tools may help reduce the time
commitment of the participants to complete the survey. Completion of FILE, a 71-item
tool, FCOPES, a 30 item tool, and PGWBI, a 22 item tool along with a comprehensive
demographic inventory might have been exhausting to parental caregivers who have busy
schedules. Although it is not uncommon to use surveys that require 30-35 minutes for
completion, in the context of a caregiver who has constant vigilance this duration may
have been too long. However, it was essential to collect data on all the relevant
information using appropriate tools for proper analysis and create scientific knowledge. A
shorter demographic inventory also may have enhanced better participation. Participants
completed the survey over a span of seven months. The weather and the holidays may
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have also impacted the level of stress that might have piled up in families during the
holiday season and thus, participation during this time was not a priority for some
families. It may be beneficial to strategically plan the start date for increased participation
in future studies that does not include the holiday season.

5.5 Implications for Practice
The findings of this study primarily show that the QOL of parents who care for
their children with tracheostomy at home are significantly lower than that of the general
population. The QOL of parents directly impact the QOL of their children and
contemplations about the child‟s illness may induce parental mourning (Mazer et al.,
2008; Litzelman, Catrine, Gangnon, & Witt, 2011). Therefore, nurses and other health
care providers must evaluate the parents‟ support system as well as other sociopsychological factors such as housing, transportation, insurance, mental health,
medications they use, employment status, family members who are employed, respite
services, home care, churches or other community support and coping strategies prior to
discharge. Emotional readiness of the parents, adequate preparation and training for care
of the child along with availability of counseling and respite services to the parents may
enhance their QOL.
Second, in this study the impact of stress and coping on QOL was found
significant. Nurses in practice need to be aware of this so that they can incorporate
education that targets stress reduction and coping enhancement in this population of
parental caregivers. These can be integrated into the clinical practice guidelines so that it
becomes part of daily practice. Neonatal and pediatric intensive care unit nurses
frequently establish a professional rapport with these parents over time and that can help
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the parents to disclose their burden to the nurses. Interventions to reduce stress and
improve coping with the new situation and new role can be discussed with the parents
prior to discharge. Nurses can teach different coping strategies, raise the awareness about
community support and other resources, and provide appropriate information to the
parents so that they can better access these resources. Psychological support around
issues of adapting and coping with chronic conditions in their children, in addition to
providing medical care will be beneficial. It may also be beneficial if the social workers
and nurses work in tandem in follow up clinics to facilitate better adaptation in parents.
Moreover CPR (cardiopulmonary resuscitation) training, monitor training, and easy
accessibility of supplies for suctioning or other equipment for daily care may play a huge
role in reducing stress and thus, increase QOL. Discharge planning and discharge
teaching may be provided using different strategies. Incrementally increasing the level of
difficulty of topics and skills and frequent practice of skills may facilitate information
retention. Teaching can be adjusted based on their information literacy level which can be
obtained by simple measures. The findings present service and business opportunities for
nurses and other health care providers as well. Nurses can start respite services for
families that care for children with complex medical conditions. More in home care
services may reduce stress of frequent travel to appointments and may enhance parental
caregiver QOL.
The findings from the study confirm the relationships between the variables
explored in this study as illustrated in the Double ABCX Model (McCubbin & Patterson,
1981). Disruption of the hemostatic state of a family by a crisis (tracheostomy) and the
events that piled up subsequently demands additional resources for the parents to adapt.
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The stress of caring for the child, collaborate the care with many specialists,
exacerbations of illness from time to time, along with the physical, emotional, and
financial burden pile up in these caregivers. They undergo training, request home care,
and reach out to the support group website to cope with the situation. Some parents felt
confident (n=3, Mean score 74.67, SD=8.51) that they managed well in spite of their
higher level of stress. This finding is in agreement with the findings of Hopkins et al.,
(2009). According to the model (McCubbin & Patterson, 1981), families remain in a
continuum of bonadaptation to maladaptation. In this study it is assumed that
bonadaptation reflects the level of QOL. It is interesting to note that the mean QOL score
of 64.07 indicated moderate distress (Chassany, et al., 2004). Possible interpretation is
that these families are adapting to caring for a child with a tracheostomy. It may be that
the training they received to care for their child with a tracheostomy and/or the resources
they found through online or community support may have helped these parents from
experiencing greater distress. About half of the parents (56%) indicated that they were
well prepared to care for the child and nearly half (43%) indicated that they felt very
confident to care for the child at discharge. Coping also might have played a role in
featuring these parents in „moderate distress‟ category as evidenced by the mean coping
score (F-COPES) of 3.27 (SD=0.37, range 2.20-4.03; scale range 1-5). It is possible that
these parents experienced severe distress in the beginning and progressively coped to
transition to the of moderate distress category. Some families may define the status of
moderate distress as their new „normal‟ way of functioning. Double ABCX Model was
the ideal model for this study where all the variables and their relationships fit well. This
model can be used by nurses in similar situations involving families. In addition, the
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model can guide care in the context of family and complex situations as well as to guide
research and predict outcomes.

5.6 Implications for Education
Children with chronic conditions are cared for at home increasingly. This may be
driven by insurance, economic, and family factors. Availability and success of home care
and home monitoring business also influence this trend. This new trend presents nursing
education opportunities for clinical experience in public and community health courses.
The developing specialties of home care, medical homes, and palliative care provide
more avenues for nursing students to do hands on clinical care experience and later offer
job opportunities to them. Schools of nursing can also benefit from offering continuing
education on home care of children with special health care needs to school nurses,
special education teachers, community educators, and service agencies. Raising the
awareness among nursing students about the need for nurses in the home care arena may
promote interest in them and augment availability of nurses/ health care providers for
services at home. The evolving role of Speech and Language Pathologists (SPL) in the
care of children with tracheostomy may add another dimension to the health care team.
Nurses and educators can design and implement utilization of appropriate materials to
enhance information literacy on the care topics to the parents, teachers, and community
volunteers. As the children grow and develop, age appropriate materials should be made
available to the family caregivers as well as the child to enhance awareness and promote
self- care.
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5.7 Implications for Research
This study focused on parents of children age one to 36 months with a
tracheostomy who are cared for at home. This is a small subset of the population of
children with tracheostomy who are cared in their home environment. Incorporating other
age groups in a study will help to stratify and compare the QOL of parents of children of
different age categories with tracheostomy. In addition, a more diverse socioeconomic
group of parents should be recruited. Incorporating other cultural and ethnic groups by
intentional recruitment in other international facilities may be beneficial to compare QOL
between and among diverse cultures and ethnic groups. Awareness and integration of the
findings from diverse groups may help the health care provider to meet the needs and
expectations of individual families from different ethnic or cultural backgrounds. The
findings from such studies can raise awareness among health care providers regarding the
needs of the families who care for a child with disabilities since disability is not a barrier
for international travel and relocations. Inclusion of more male caregivers (fathers) may
elicit a very different perspective. Engaging fathers in this process from the beginning of
pregnancy and delivery and thereafter with the process of learning to care for the child
has the potential to transition to co-parenting, with long-term benefits to mothers in
obtaining support and reducing their burden when the child need a tracheostomy (Downe
& Edozien, 2012).
Siblings of the child with a tracheostomy may also undergo a tremendous amount
of stress. It is unknown how siblings of this population cope with stress and whether or
not their QOL is similar to others in their age group that does not have a sibling with a
tracheostomy. It would be interesting to also identify the QOL of the child with a
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tracheostomy, their stress levels and their ability to cope. There have not been any studies
that addressed the QOL of children with tracheostomy in the past decade and the scant
studies which were conducted previous to 2003 were incorporated into the group of
technology dependent child which can vary from a nebulizer to a tracheostomy. It is
known that QOL of children with chronic illnesses impact the QOL of their caregivers
(Wong & Heriot, 2007). It is important to explore the relationship between the QOL of
children with a tracheostomy and their caregivers exclusively.
Future research should also include factors that affect stress and coping such as
personal, physical, and emotional health and healthy relationships. Stress at a macro and
micro level and short term and long term level should be identified so that targeted ways
to reduce stress can be determined and implemented. In addition, interventional studies
incorporating various coping strategies and measures to reduce stress should be
conducted. This may provide further insight to develop resources for these families.
Research should also be done to determine the type of intervention that would help these
parents. This will help to tailor the strategies to their personal coping styles that enhance
coping. A follow up study could evaluate the effectiveness of different coping styles in
this subset of parents who care for their children with a tracheostomy at home.
Double ABCX Model was an excellent model to guide this study. However as
families evolve, definitions change and life has become fast paced and technology is very
essential for continuous operation of life. This adds different dimensions to the baseline
status of any family. The normative stressors may be defined differently. The base line
stress may be higher in everyone because of the race against time and technology. The
model does not address precisions in time to achieve bonadaptation or maladaptation by
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the families. Individuals and families recover from a crisis with the support of the
community and this varies with each family. Therefore, changing communities and social
isolation imposed by hassles of life may impede adaptation. Development of a new model
with newer stressors and resources may be helpful in studying the problems encountered
by the families of the 21st century. Families face newer challenges with single parent or
blended homes, lack of communal feeling, lack of employment opportunities and
increase in financial and insurance burden. Resources may be available in the community
or online and some families may be unaware of it. A model for the contemporary family
can be developed and tested so that the outcome in those families can be studied and later
predictions can be made. This may change the definition of outcome from maladaptation
–bonadaptation continuum to newer concepts such as family engagement or vulnerability.
The more modern/blended families may have a higher level of baseline stress; however
might have other family protective factors such as more resources or access to more
resources, develop resilience, be flexible, cope differently, respond to stressors
differently, and may adapt differently. Ways to measure their stress, coping and QOL
may be different. The instruments that measure the concepts may have to be retested to
find the newer normative data for comparisons in the current families. Despite all the
possibilities that can be imagined and terms that can be potentially used, the experience
per se will be similar and Double ABCX Model still remains an excellent guide to study
any family in crisis.

5.8 Summary
This descriptive correlational study explored the QOL of 71 parental caregivers
who care for their child with a tracheostomy at home. The QOL of these parental
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caregivers in relation to the duration of tracheostomy in the children also was examined.
In addition, the relationships between and among stress, coping, duration of
tracheostomy, and quality of life were studied. This was the first study that focused on
QOL of parents of children with a tracheostomy in a specific age group. This major gap
in literature creates a dearth in evidence to base practice. Therefore the findings of this
study are valuable in filling the gaps in the literature and building the knowledge so that
practice can be rooted in science.
Lack of studies on QOL of parents who care for children with a tracheostomy
force health care providers to glean evidence from studies conducted in caregivers of
other chronically ill children. The impact of QOL of parents on the QOL of children and
vice versa had been studied in the context of various long term illnesses (Mazer et al.,
2008; Klassen et al., 2008; Litzelman, Catrine, Gangnon, & Witt, 2011). It is appropriate
to assume that the negative impact noted by these researchers is true in the context of
parents who care for a child with a tracheostomy.
There are a few critical new findings that emerged from this study. The findings
from the study confirm the fact that the parents who care for their child with a
tracheostomy are moderately distressed (Grossi et al., 2006). Although there is no study
in a matched population to compare, results of studies conducted in caregivers of children
with other chronic illnesses are similar. The findings also indicated that duration of
tracheostomy did not influence the QOL of parental caregivers. In the context of children
with other chronic illnesses duration of illness did not display any specific pattern of
impact- positively or negatively- on the QOL of parents. It was also found that coping
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may be the major predictor of QOL of parental caregivers. Consequently, it may be that
reduction of stress and improved coping may have a positive effect on QOL.
Other findings from this study reveal that a few covariates such as marital status
and ethnicity may also influence QOL of parental caregivers. However, on multiple
regression analyses these covariates were not found significant in this study. Large
multicenter studies may reveal significance of other covariates that may impact the QOL
of these parental caregivers. The majority of the parents in this study was from the online
social support website www.tracheostomy.com and presumably had some type of support
that may have influenced their QOL as measured by the PGWBI. Thus, the QOL of
parental caregivers that participated in this study and their ability to cope with a child
with a tracheostomy may be considerably different than those parental caregivers that do
not belong to a support group. Future studies need to be conducted that include parental
caregivers that do not belong to any type of support group to further generalize the
findings.
This study provides empirical evidence to justify the design of programs that can
enhance coping in parents who care for children with a tracheostomy. It is essential to
control the factors that increase stress and enhance coping to achieve proper balance and
adaptation of parents who care for these chronically ill children. In addition, parents
should strive to maintain and enhance good health by proper sleep and rest, good
nutrition, and optimum relationships. Technology and socio-demographic factors may
present additional challenges to caring for these children. The parents need to raise their
own awareness about available technology that may augment their child's care. They also
need to reach out to family, friends, and the community as well as support groups to help
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them maintain normalcy while caring for a chronically ill child. Therefore, proper
preparation and training of parental caregivers prior to their child's discharge including
navigation of systems for care and support may enhance their confidence
in caring for their child and improve their QOL. Further research on identification of
various effective interventions to reduce stress and improve coping is essential.
Thereafter, implementation of these interventions and their evaluation must be done to
potentially make a difference in the lives of parental caregivers.
It is essential that the complex situations in families that care for children with a
tracheostomy must be addressed by multidisciplinary team of providers. A national
database of children with tracheostomy may help to facilitate focused studies, streamline
resources, and provide interventions to these families. With newer studies, multiple
factors that haunt the caregivers in stratified groups can be analyzed and their needs can
be met. Future studies may help build the science and reveal evidence to practice that will
help many families who face these types of challenges in life. The implementation of
effective interventions that will improve ways of coping and improve QOL of parents
that care for a child with a tracheostomy may be important steps in helping these parents
achieve optimal wellbeing.
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Appendix I
Permission to use the schema of Double ABCX Model

The model is basically the same and the presentation of the model by Dong et al does not
present a conflict on copyrights. We have granted permissions as long as the
model remains basically the same and the reference is: adaptation of McCubbin
(reference). Granted
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Appendix II
FILE (Family Inventory of Life Events)
Directions:
“Did the change happen in your family?”
Please read each family life change and decide whether it happened to any
member of your family- including you- during the past 12 months and check Yes or No.
Did the change happen in your family:

During the last 12 months
Yes

No

Score

I. Intrafamily Strains
1. Increase of husband/father's time away from family

46

2. Increase of wife/mother's time away from family

51

3. A member appears to have emotional problems

58

4. A member appears to depend on alcohol or drugs

66

5. Increase in conflict between husband and wife

53

6. Increase in arguments between parent(s) and child(ren)

45

7. Increase in conflict among children in the family

48

8. Increased difficulty in managing teenage child(ren)

55

9. Increased difficulty in managing school age child(ren) (6-12 yrs)

39

10. Increased difficulty in managing preschool age child(ren) (2.5-6 yrs)

36

11. Increased difficulty in managing toddler(s) (1-2.5 yrs.)

36

12. Increased difficulty in managing infant(s) (0-1 yrs)

35

13. Increase in the amount of “outside activities) which the children are
involved in

25

14. Increased disagreement about a member's friends or activities

35

15. Increase in the number of problems or issues which don't get resolved

45

16. Increase in the number of tasks or chores which don't get done

35

17. Increased conflict with in-laws or relatives

40

II. Marital Strains
18. Spouse/parent was separated or divorced

79

19. Spouse/parent had an “affair”

68

20. Increased difficulty in resolving issues with a “former” or separated
spouse

47

21. Increased difficulty with sexual relationship between husband and
wife

58
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III. Pregnancy and Childbearing Strains
22. Spouse had unwanted or difficult pregnancy

45

23. An unmarried member became pregnant

65

24. A member had an abortion

50

25. A member gave birth to or adopted a child

50

IV. Finance and Business Strains
26. Took out a loan or refinanced a loan to cover increased expenses

29

27. Went on welfare

55

28. Change in conditions (economic, political, weather) which hurts the
family investments

41

29. Change in agriculture market, stock market or land values which
hurts family investments and/or income

43

30. A member started a new business

50

31. Purchased or built a home

41

32. A member purchased a car or other major item

19

33. Increased financial debts due to over-use of credit cards

31

34. Increased strain on family “money” for medical/dental expenses

23

35. Increased strain on family “money” for food, clothing, energy, home
care

21

36. Increased strain on family “money” for child(ren)'s education

22

37. Delay in receiving child support or alimony payments

41

V. Work-Family Transitions and Strains
38. A member changed to a new job/career

40

39. A member lost or quit a job

55

40. A member retired from work

48

41. A member started or returned to work

41

42. A member stopped working for extended period (e.g., laid off, leave
of absence, strike)

51

43. Decrease in satisfaction with job/career

45

44. A member had increased difficulty with people at work

32

45. A member was promoted at work or given more responsibilities

40

46. Family moved to a new home/apartment

43

47. A child/adolescent member changed to a new school

24

VI. Illness and Family “Care” Strains
48. Parent/spouse became seriously ill or injured

44
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49. Child became seriously ill or injured

35

50. Close relative or friend of the family became seriously ill

44

51. A member became physically disabled or chronically ill

73

52. Increased difficulty in managing a chronically ill or disabled member

58

53. Member or close relative was committed to an institution or nursing
home

44

54. Increased responsibility to provide direct care or financial help to
husband's and/or wife's parents

47

55. Experienced difficulty in arranging for satisfactory child care

40

VII. Losses
56. A parent/spouse died

98

57. A child member died

99

58. Death of husband's or wife's parent or close relative

48

59. Close friend of the family died

47

60. Married son or daughter was separated or divorced

58

61. A member “broke up” a relationship with a close friend

35

VIII. Transitions “In and Out”
62. A member was married

42

63. Young adult member left home

43

64. Young adult member began college (or post high school training)

28

65. A member moved back home or a new person moved into the
household

42

66. A parent/spouse started school (or training program) after being away
from school for a long time

38

IX. Family Legal Violations
67. A member went to jail or juvenile detention

68

68. A member was picked up by police or arrested

57

69. Physical or sexual abuse or violence in the home

75

70. A member ran away from home

61

71. A member dropped out of school or was suspended from school

38
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Appendix III

Strongly
disagree

Disagree

Neutral

Agree

Strongly
Agree

FCOPES
Please circle a number (1, 2, 3, 4, or 5) to match your response to each statement.
When we face problems or difficulties in our family, we respond by:

1. Sharing our difficulties with relatives

1

2

3

4

5

2. Seeking encouragement and support from friends

1

2

3

4

5

3. Knowing we have the power to solve major problems

1

2

3

4

5

4. Seeking information and advice from persons in other 1
families who have faced the same or similar problems

2

3

4

5

5. Seeking advice from relatives (grandparents, etc.)

1

2

3

4

5

6. Seeking assistance from community agencies and programs 1
designed to help families in our situation

2

3

4

5

7. Knowing that we have the strength within our own family to 1
solve our problems

2

3

4

5

8. Receiving gifts and favors from neighbors (e.g., food, 1
taking in mail, etc.)

2

3

4

5

9. Seeking information and advice from the family doctor

1

2

3

4

5

10. Asking neighbors for favors and assistance

1

2

3

4

5

11. Facing the problems “head-on” and trying to get solution 1
right away

2

3

4

5

12. Watching television

1

2

3

4

5

13. Showing that we are strong

1

2

3

4

5

14. Attending church services

1

2

3

4

5

15. Accepting stressful events as a fact of life

1

2

3

4

5

16. Sharing concerns with close friends

1

2

3

4

5

17. Knowing luck plays a big part in how well we are able to 1
solve family problems

2

3

4

5

18. Exercising with friends to stay fit and reduce tension

1

2

3

4

5

19. Accepting that difficulties occur unexpectedly

1

2

3

4

5

20. Doing things with relatives (get-togethers, dinner, etc.)

1

2

3

4

5

21. Seeking professional counseling and help for family 1
difficulties

2

3

4

5
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22. Believing we can handle our own problems

1

2

3

4

5

23. Participating in church activities

1

2

3

4

5

24. Defining the family problem in a more positive way so that 1
we do not become too discouraged

2

3

4

5

25. Asking relatives how they feel about problems we face

1

2

3

4

5

26. Feeling that no matter what we do to prepare, we will have 1
difficulty handling problems

2

3

4

5

27. Seeking advice from a minister

1

2

3

4

5

28. Believing if we wait long enough, the problem will go 1
away

2

3

4

5

29. Sharing problems with neighbors

1

2

3

4

5

30. Having faith in God

1

2

3

4

5
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Appendix IV
Psychological General Well Being Index (PGWBI)
1. How have you been feeling in general during the past month?
In excellent spirits
In very good spirits
In good spirits mostly
I have been up and down in spirits a lot
In low spirits mostly
In very low spirits

5
4
3
2
1
0

2. How often were you bothered by any illness, bodily disorder, aches or pains
during the past month?
Every day
0
Almost every day
1
About half of the time
2
Now and then, but less than half the time
3
Rarely
4
None of the time
5
3. Did you feel depressed during the past month?
Every day
Almost every day
About half of the time
Now and then, but less than half the time
Rarely
None of the time

0
1
2
3
4
5

4. Have you been in firm control of your behavior, thoughts, emotions or
feelings during the past month?
Yes, definitely so
Yes, for the most part
Generally so
Not too well
No, and I am somewhat disturbed
No, and I am very disturbed

5
4
3
2
1
0

5. Have you been bothered by nervousness or your “nerves” during the past
month?
Extremely so – to the point where I could not work or take care of things
0
Very much so
1
Quite a bit
2
Some- enough to bother me
3
A little
4
Not at all
5
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6. How much energy, pep, or vitality did you have or feel during the past
month?
Very full of energy- lots of pep
Fairly energetic most of the time
My energy levels varied quite a bit
Generally lost in energy or pep
Very low in energy of pep most of the time
No energy or pep at all- I felt drained, sapped

5
4
3
2
1
0

7. I felt downhearted and blue during the past month.
None of this time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

5
4
3
2
1
0

8. Were you generally tense or did you feel any tension during the past
month?
Yes- extremely tense, most or all of the time
Yes- very tense most of the time
Not generally tense, but did feel fairly tense several times
I felt a little tense a few times
My general tension level was quite low
I never felt tense or any tension at all

0
1
2
3
4
5

9. How happy, satisfied, or pleased have you been with your personal life
during the past month?
Extremely happy – could not have been more satisfied or pleased
Very happy most of the time
Generally satisfied, pleased
Sometimes fairly happy, sometimes fairly unhappy
Generally dissatisfied or unhappy
Very dissatisfied or unhappy most or all the time

5
4
3
2
1
0

10. Did you feel healthy enough to carry out the things you like to do or had
to do during the past month?
Yes – definitely so
5
For the most part
4
Health problems limited me in some important ways
3
I was only healthy enough to take care of myself
2
I needed some help in taking care of myself
1
I needed someone to help me with most or all of the things I had to do
0
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11. Have you felt so sad, discouraged, hopeless, or had so many problems that
you wondered if anything was worthwhile during the past month?
Extremely so – to the point that I have just about given up
0
Very much so
1
Quite a bit
2
Some- enough to bother me
3
A little bit
4
Not all all
5
12. I woke up feeling fresh and rested during the past month.
?None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

0
1
2
3
4
5

13. Have you been concerned, worried, or had any fears about your health
during the past month?
Extremely so
Very much so
Quite a bit
Some, but not a lot
Practically never
Not at all

0
1
2
3
4
5

14. Have you had any reason to wonder if you were losing your mind, or losing
control over the way you act, talk, think, feel or of your memory during the
past month?
Not at all
5
Only a little
4
Some – but not enough to be concerned or worried about
3
Some and I have been a little concerned
2
Some and I am quite concerned
1
Yes, very much so and I am very concerned
0
15. My daily life was full of things that were interesting to me during the past
month.
None of the time
0
A little of the time
1
Some of the time
2
A good bit of the time
3
Most of the time
4
All of the time
5
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16. Did you feel active, vigorous, or dull, sluggish during the past month?
Very active, vigorous every day
Mostly active, vigorous – never really dull, sluggish
Fairly active, vigorous – seldom dull, sluggish
Fairly dull, sluggish – seldom active, vigorous
Most dull, sluggish – never really active, vigorous
Very dull, sluggish every day

5
4
3
2
1
0

17. Have you been anxious, worried, or upset during the past month?
Extremely so – to the point of being sick or almost sick
Very much so
Quite a bit
Some- enough to bother me
A little bit
Not at all

0
1
2
3
4
5

18. I was emotionally stable and sure of myself during the past month.
None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

0
1
2
3
4
5

19. Did you feel relaxed, at ease or high strung, tight, or keyed-up during the
past month?
Felt relaxed and at ease the whole month
5
Felt relaxed and at ease most of the time
4
Generally felt relaxed but at times felt fairly high strung
3
Generally felt high strung but at times felt fairly relaxed
2
Felt high strung, tight, or keyed-up most of the time
1
Felt high strung, tight, or keyed-up the whole month
0
20. I felt cheerful, lighthearted during the past month.
None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

0
1
2
3
4
5

21. I felt tired, worn out, used up, or exhausted during the past month.
None of the time

5
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A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

4
3
2
1
0

22. Have you been under or felt you were under any strain, stress, or pressure
during the past month?
Yes – almost more than I could bear or stand
0
Yes – quite a bit of pressure
1
Yes, some – more than usual
2
Yes, some – but about usual
3
Yes – a little
4
Not at all
5
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Appendix V
Demographic data
Directions: Check all that applies to you
Role: _____ Primary caregiver
_____ I am not a primary caregiver, but am active in caring for the child
_____ I support the primary caregiver by sharing other household responsibilities
Date of completion of survey: _________________
Your age: _______________
Relationship to child:
____Mother
____Father
____Stepfather
____Stepmother
____ Adopted mother/father
Marital Status:
____Married ______ Single ____ Separated ______ Divorced _______Widowed
_____Other
Years of Education:
____ High school
____ College
____ Associate degree
____ Bachelors‟ degree
____ Graduate School
____ Other ________________
Employment status:
______ Employed outside the home
______ Not working outside the home
Spousal employment status:
______ Employed
______ Self employed
______ Unemployed
Annual household Income:
______ < 20, 000
______ 20,000 – 39,999
______ 40,000 – 59,9999
______ 60,000 – 79,9999
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______ 80,000-100, 000
______ >100,000
Other children at home:
______No other children
______Girl ______ Boy _____Age (Sibling 1)
______Girl ______ Boy _____Age (Sibling 2)
______Girl ______ Boy _____Age (Sibling 3)
______Girl ______ Boy _____Age (Sibling 4)
______Girl ______ Boy _____Age (Sibling 5)
Race & Ethnicity:
_____ White _____ African American _____ Latino _____ Asian _____
Other
Location
_____USA _____North East _____Midwest _____South _____West Coast
_____Outside USA
Religious affiliation:
_____ Christian _____ Catholic _____Protestant
_____ Hindu
_____ Muslim
_____ Jew
_____ Atheist
_____ No faith
Home nursing by health care provider:
_____ 24 hours & 7days
_____ 12 Hours & _____ Days
_____ 8 hours & _____ Days
_____ Other __________
For how long are you caring for the child with tracheostomy at home? _________
How much time do you spend in a day to care for this child? ____________
Ventilation status:
_____ 24 hours/day
_____ 12 hours
_____ Other _______CPAP
Family & Friend Assistance (these include help with meals preparation, feeding,
transportation, taking the child for follow up, or „baby sitting‟:
_____Yes _____ No
Approximate number of hours of assistance per week _______
Smoking: Yes No
Smoking by household family member Yes No
Demographics on the child with tracheostomy
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Age: _____
Gender: _____Boy _____ Girl
Age at the time of procedure: _____
Reason for tracheostomy: _____
How long has your child had a tracheostomy: _____
Other medical conditions:
_____ Problem with heart
_____ Problem with feeding
_____ Problem with urine and feces/stools
_____ Problem with brain function
_____ Hearing problem
_____ Speech problem
_____ Other _____
Does the child got o any type of school or day care? _____ Yes; State what type _____
_____ No
Equipment or machines you use for the child
_____ Ventilator
_____ Heart and respiration monitor
_____ Pulse Oxymeter
_____ Apnea monitor
_____ Feeding pump
_____ Nebulizer
_____ Suction machine
_____ Other
Food habits:
_____ Solids _____ Liquids _____ Tube feeds _____ Other
Speech:
_____Uses Passi-Muir valve _____Other
What type of insurance is the child under?
_____ Private insurance
_____ Medicaid
_____ Other
Does your child have a flu or acute respiratory infection?
_____ Currently has infection
_____ Past week
_____ Past month
Recent hospitalization:
_____ Currently hospitalized
_____ Was hospitalized in the past week
_____ Was hospitalized in the past month
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_____ Was hospitalized in the past year
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Appendix VI
Announcement at the website www.trachesotomy.com
Request to participate in a research project
Dear parent,
Rachel Joseph, a doctoral student at Duquesne University is inviting you to
participate in a research study. If you care for your child with a tracheostomy and your
child is less than three years of age, you are invited to participate in a study on 'Quality of
Life of Parental caregivers of Children with a Tracheostomy' by clicking the link
provided.
(Webmaster)
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Appendix VII

Like To Share Your Experience?
Complete the survey on

Quality of life of parents caring for
Children under 3 years with a
Tracheostomy
Three ways to participate:

 Visit the site (name the link here)
Or
 Pick up a hard copy at your child’s
clinic (ENT/airway management/Tracheostomy).
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Appendix VIII
Permission to post the information about the online survey on the site
www.tracheostomy.com
On Sat, Nov 28, 2009 at 11:00 PM, Cynthia Bissell <cindy.bissell@gmail.com> wrote:
Once you have your survey online, I would suggest that you post your
request and link to the message board. You should get a lot of
feedback there. The trachkids site is not really the place to post
something like this and there is no easy way to notify all members.
But in addition to the message boards, I can also post your survey the
facebook tracheostomy group and two trachoestomy listservs if you
like. Just let me know when you are ready.
Sincerely,
Cindy Bissell
http://www.tracheostomy.com
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Appendix IX

DUQUESNE UNIVERSITY
600 FORBES AVENUE  PITTSBURGH, PA 15282

Quality of Life of Parental Caregivers of Children with a Tracheostomy
(Online Cover letter)
Dear Participant,
My name is Rachel Joseph and I am a doctoral candidate at Duquesne University
completing my PhD in Nursing. I have had the privilege to work with many families who
care for children with a tracheostomy. I always wondered about the quality of life of the
parents who care for such children. Therefore I chose to study the quality of life of
parents who care for children with a tracheostomy for my dissertation study. If you are a
parent who cares for a child (under three years of age) with a tracheostomy, then you
are the right person to respond to this survey. If you do not care for a child with
tracheostomy please do not complete this survey.
When you click on the link below you will be presented with about 100 questions
that will take you approximately 30-45 minutes to complete. Your answers to these
questions will help me and other health professionals learn about the quality of life of
parents who care for children with a tracheostomy. It may also help me and others design
programs to assist you and other parents in similar situations. Therefore your answers are
very important to this study. If the other parent (biological parent or step parent)
participates in caring for your child please encourage him/her to complete the survey
independently. Please do not discuss the questions or your responses to them prior to
their completion of the survey.
The survey is anonymous. You will not be asked to complete any personal
identifying information. In fact the study is set up in such a way that even I will not know
who you are. The answers to the survey questions will only be used for this study and
your responses will be kept confidential. The results of this study will be presented at
conferences and also published in a research journal, but your responses will only be
included along with other parents‟ responses.
Participation in this study is voluntary. Completing the survey indicates your
consent to participate. If at any time during the survey you would like to withdraw from
the study you can exit out of the survey. If you have any questions about this study, you
may call any one of the following persons responsible for the study:
Rachel Joseph MA, MSN, CCRN (Principal Investigator) Phone: 302-239-2957
Dr. Linda Goodfellow PhD, RN (Advisor), Phone: 412-396-6548
Dr. Paul Richer (Chair, Duquesne University Institutional Review Board); Phone:
412-396-6326
Before you proceed to the survey, I like to thank you for completing the survey.
The information you share is valuable for helping with future programs for parents who
care for children with a tracheostomy. A summary of the results will be made available at
the websitewww.tracheostomy.com.
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Thank you for your valuable time while caring for your precious child with a
tracheostomy. Lastly, by completing and submitting this survey you are indicating your
consent to participate in this study.
Rachel Joseph, MSN, CCRN
PhD Candidate, Duquesne University School of Nursing
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Appendix X

DUQUESNE UNIVERSITY
600 FORBES AVENUE  PITTSBURGH, PA 15282

Quality of Life of Parental Caregivers of Children with a Tracheostomy
(Survey)
Dear Participant,
My name is Rachel Joseph and I am a doctoral candidate at Duquesne University
completing my PhD in Nursing. I have had the privilege to work with many families who
care for children with a tracheostomy. I always wondered about the quality of life of the
parents who care for such children. Therefore when I was to choose a topic for my
dissertation study, I chose to study the quality of life of parents who care for children
with a tracheostomy. If you are a parent who cares for a child (under three years of age)
with a tracheostomy, then you are the right person to respond to this survey. If you do not
care for a child with tracheostomy please do not complete this survey.
This packet contains a survey with about 100 questions and a self-addressed
stamped envelope. It may take 30-45 minutes to complete the survey. Your answers to
these questions will help me to find information about the quality of life of parents who
care for children with a tracheostomy. It may also help me to design programs to assist
you and other parents in similar situations. Therefore your answers are very important.
The survey is anonymous. You will not be asked to complete any personal
identifying information. In fact, you pick up the packet from the clinic and either you can
return it to the clinic or send it to me in the envelope provided. I will not know who you
are personally. The answers to the survey questions will only be used for the study and
these will be kept confidential. Please do not include your return address on the envelope
provided. If you do, then I will have to destroy it and not be able to use your responses. If
the other parent (biological parent or step parent) participates in caring for your child
please encourage him/her to complete the survey independently. Please do not discuss the
questions or your responses to them prior to their completion of the survey.
Participation in this study is voluntary. Completing the survey and mailing it or
returning it to the clinic indicates your consent to participate. You can also complete the
survey on the internet by going to the site (add link here). If you have any questions about
this study, you may call any one of the following persons responsible for the study:
Rachel Joseph MA, MSN, CCRN (Principal Investigator) Phone: 302-239-2957
Dr. Linda Goodfellow PhD, RN (Advisor), Phone: 412-396-6548
Dr. Paul Richer (Chair, Duquesne University Institutional Review Board); Phone:
412-396-6326
I like to thank you for completing the survey and returning it to me. The
information you share is valuable for helping with future programs for parents who care
for children with a tracheostomy.
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Thank you for your valuable time while caring for your precious child with a
tracheostomy.
Rachel Joseph, MSN, CCRN
PhD Candidate, Duquesne University School of Nursing

Survey Cover letter hard copy.Sept5-2010
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Appendix XI

JANUARY 11, 2011

Rachel Joseph MA, MSN, CCRN
Duquesne University
The purpose of this correspondence is to confirm permission for your use of FILE AND
FCOPES for your research. You have sent me your confirmation of having the CD. We
are open to answering any questions you may have.
Let us know if we can be of assistance.
Sincerely,

Hamilton I. McCubbin Ph.D.
Professor
Center for Training, Evaluation and Research of the Pacific
CC: Dr. Laurie McCubbin
CC: Dr. Jason Sievers
CC: Dr. Marilyn McCubbin
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Appendix XII
Permission to use PGWBI
On Tue, Jan 11, 2011 at 8:02 AM, Sylvie CUBIZOLLES
<scubizolles@mapigroup.com> wrote:
Dear Rachel,
Thank you for the confirmation.
Therefore I am pleased to send you attached the version and the scoring.
If ever you had a grant, please let us know.
I hope the scale will be useful.
Best regards,
Sylvie
Sylvie Cubizolles
Project Manager - PRO Information Support
MAPI Research Trust
27 rue de la Villette | 69003 LYON | FRANCE
Tel.: +33 (0)4 72 13 65 75 | Fax: +33 (0)4 72 13 66 82
e-mail: scubizolles@mapigroup.com
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